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Executive summary 


Better management of people with long-term conditions has been a key 
priority of the NHS since the early 1990s. At that time it was recognised 
that if people with long-term conditions were managed effectively in the 
community, they should remain relatively stable and enjoy a quality of life 
free from frequent crises or observed increases in hospital visits. However, 
relatively little information exists on what constitutes best practice in terms 
of the role that general practice should play in this care alongside other 
primary, community and social care providers. 

This report forms part of the inquiry into the quality of general practice in 
England commissioned by The King's Fund. Its core aims are to: 

■ establish what constitutes best practice in the management of long¬ 
term conditions (LTC management) 

■ describe the role that GPs and the wider general practice team should 
play in delivering high-quality care to those people with long-term 
chronic illnesses 

■ make an assessment of current care quality 

■ establish whether measures of quality in LTC management could be 
developed to support quality improvements in general practice, and 
what these might be. 

The research undertook a literature review of the evidence and best-practice 
guidance supplemented with face-to-face interviews with selected expert 
informants. The research focused on six key areas: 

■ arthritis 

■ dementia 

■ depression 

■ diabetes 

■ people with multiple long-term conditions 

■ managing long-term conditions across a population. 

Arthritis 

The current state of care quality to people with both osteoarthritis and 
rheumatoid arthritis is difficult to determine given the lack of objective 
quality measures. However, the evidence suggests that care quality 
is currently highly variable and sub-optimal and could be significantly 
improved. 

A better understanding of the condition among primary care professionals 
is required, and a more proactive approach to care management is needed. 
General practice has a core role to play, but delivering high-quality care 
to people with arthritis should be shared across care settings and multi¬ 
professional teams. 
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Dementia 

Research suggests that early diagnosis and intervention is important in 
increasing the quality of life and life expectancy of people with dementia, 
and that general practice plays a pivotal role in this. However, while the 
vast majority of first diagnoses for suspected dementia occur in general 
practice, this often occurs late in the illness or at a time of crisis, when the 
opportunities for the management of the condition to maximise quality of life 
have passed. 

There is evidence to suggest that many GPs are either unable or unwilling to 
recognise dementia symptoms, for a range of reasons, including: 

■ an inability to differentiate symptoms that may be attributed to the 
natural signs of ageing and/or could be confused with other disorders 

■ the lack of specialist services to which patients may be referred 

■ the lack of training and/or time to make an adequate diagnosis 

■ the judgement that such individuals might cope better and feel less 
distressed if a formal diagnosis were avoided. 

There was also evidence of a lack of ownership of dementia care 
responsibility within general practice, and a lack of necessary partnership 
working and/or care continuity. However, examples do exist of high-quality 
care - for example, where general practice has developed 'in-reach' services 
into care homes, or has used multi-disciplinary care and assessment 
processes. 

Currently, there is no widespread use of approaches to measure the quality of 
dementia care in general practice, although audit criteria that support high- 
quality care have been developed. 

Depression 

For people who experience depression over extended periods of time, high- 
quality care involves being supported by a planned system of collaborative 
care that involves case management, systematic follow-up and improved 
integration of primary and secondary care. High-quality care also requires 
sensitivity towards a patient's perception of the cause and nature of the 
problem. The evidence suggests the need for a strengths-based approach 
that provides treatment while also seeking to aid recovery. 

There is a lack of clarity among GPs about what their role should be in the 
care for people with depression. Our research suggests that GPs possess 
many of the right skills, but some lack the confidence, support ortime to use 
them. Overall, there is considerable potential to improve the quality of care 
to people with mild-to-moderate depression in general practice, but there is 
a need for increased clinical education and training, alongside work to build 
collaborative care models with specialists and to tackle social attitudes and 
stigma. 

Diabetes 

General practice plays a pivotal role in the management of diabetes, and has 
made a significant contribution to its effective management. Many aspects 
of diabetes management have improved markedly in recent years, through 
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better recording and ongoing management (incentivised through the Quality 
and Outcomes Framework). However, the evidence suggests that there still 
remains a high degree of variability in performance. For example, only 51 
per cent of people with type 2 diabetes, and 32 per cent of people with type 
1 diabetes, currently receive all the care processes set out in best-practice 
guidance from the National Institute for Health and Clinical Excellence 
(NICE). Key areas for improvement include the initiation and implementation 
of care planning and the need to share information with patients and among 
care providers. 

People with multiple long-term conditions 

The impact of multi-morbidity is profound. People with several long-term 
conditions have markedly poorer quality of life, poorer clinical outcomes 
and longer hospital stays, and are the most costly group of patients that the 
NHS has to look after. There is little evidence suggesting what high-quality 
care looks like for people with multiple long-term conditions (and hence few 
quality measures that could be applied). However, what evidence does exist 
suggests that people with multiple long-term conditions tend to get poorer 
treatment than others. 

The challenges posed by multi-morbidity underline the importance of 
general practice, but also the need for it to work more collaboratively with 
other care providers - and vice versa. Problems in the care of people with 
multiple needs appear to be system-wide rather than specific to general 
practice. This suggests a need for a collaborative care model comprising 
multi-disciplinary case management, systematic follow-up, and working 
that is better integrated - for example between mental and physical health 
professionals. While GPs or other professionals in general practice might not 
necessarily take the lead role, they need to work closely with whoever does 
provide the case management, as well as maintaining clinical responsibility 
and remaining a locus of care continuity for the patient. 

Population management 

'Population management' refers to the strategic activity of proactively 
identifying individuals who are at risk of deterioration, with the intention of 
then developing interventions to help slow that deterioration and avoid the 
need for institutional care. The use of such approaches to manage long-term 
conditions across a population has advanced in recent years, with mixed 
results. General practice appears to have taken a peripheral, rather than 
central, role. 

Where interventions are appropriately targeted, there is great potential in 
population management for improving care quality for patients with long¬ 
term care needs. The involvement of general practice is important to the 
development of the service - particularly in terms of sharing the data and 
information they have on patients. The high-quality general practice of the 
future will need to embrace this contribution to managing populations and so 
seek to provide more proactive and cost-effective care. 
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Conclusions 

There is a significant amount of guidance and expert agreement on what 
constitutes high-quality care for people with long-term conditions, but 
relatively little agreement on the role that general practice should play in 
partnership with other care providers to deliver it. 

Apart from certain indicators developed through the Quality and Outcomes 
Framework, there is otherwise little data and information to judge 
current care quality. What evidence does exist suggests that significant 
improvements have been made in some areas - particularly for diseases 
such as diabetes, heart failure and chronic obstructive pulmonary disease - 
but less progress has been made for depression, dementia and arthritis, and 
these require a more collaborative care model for a higher quality of care to 
be achieved. 

In the future, general practice should play a pivotal role in the delivery of 
high-quality care to people with long-term conditions as part of a shared 
care model in which responsibility is distributed across different teams 
and settings. Currently, quality of care remains variable. This might be 
significantly improved if a more proactive approach to multi-disciplinary care 
management were adopted. Measures of quality linked to incentives should 
be developed to help support general practice to play its part in improving 
the quality and cost-effectiveness of care to people living with long-term 
conditions. 
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1 Introduction 


As part of the inquiry into the quality of general practice in England 
commissioned by The King's Fund, this research report examines the quality 
of the management of people with long-term conditions (LTCs) and long¬ 
term mental health problems. 

The core aims of this report are: 

■ to establish what constitutes best practice in the management of long¬ 
term conditions 

■ to describe the potential roles that GPs and the wider general practice 
team should play in the delivery of high-quality management of long¬ 
term conditions 

■ to establish whether and what measures of quality in the management 
of long-term conditions have and could be developed to support quality 
improvement in general practice. 

This report provides a current assessment of what is known about the current 
quality of long-term conditions management in general practice, including 
how quality varies from practice to practice. It also reviews the measures (if 
any) that are used to assess or hold GP practices to account for such quality, 
provides one or two practical examples of best practice (where these exist), 
and provides a commentary on the challenges faced by general practice 
in meeting the quality agenda for long-term conditions management. 

Finally, the report makes some recommendations on the potential impact 
for stimulating significant quality improvements in general practice in the 
management of people with LTCs. 

Given that high-quality approaches to LTC management are likely to vary 
from condition to condition, the research has sought to focus on five key 
areas: 

■ arthritis 

■ dementia 

■ depression 

■ diabetes 

■ people with multiple co-morbidity. 

In addition, the research considers the role of general practice in the 
management of long-term conditions within local populations, since 
proactive case finding appears important in identifying such individuals who 
are at risk of hospitalisation and/or home care support. 

The choice of the four specific conditions was influenced by the fact that each 
has been subject to major guidance related to the quality of care in recent 
years. Taken together, the report attempts to make some generic comments 
on the quality of management of long-term conditions in general practice, 
and on how this may be measured and improved in the future. 
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Report structure 

Following a short description of the methodology employed in this research 
(Section 2), the report begins with a brief overview of recent government 
policy to show how the proactive management of people with long-term 
conditions has become central to the reform agenda (Section 3). It then 
examines in detail each of the four condition-specific areas (sections 4-7) as 
well as co-morbidity (Section 8), using a common template as follows: 

■ Background 

■ What does high-quality care look like? 

■ What is the role of general practice? 

■ The current quality of care in general practice 

■ Measuring quality 

■ The potential impact of quality improvement. 

Section 9 examines the role that general practice should play in the 
management of LTCs across a population. 

Section 10 is a unifying chapter that provides a summary of the key findings 
and develops an understanding of the generic roles that general practice 
should play in the management of people with long-term conditions. It 
also seeks to judge the importance of improving quality, and identifies key 
measures that may be used for this purpose. The section concludes with a 
commentary on the specific challenges faced by general practice in delivering 
high-quality care for people with LTCs. 


Methods 

The research was undertaken from April to December 2009, and consisted of 
two key phases of work as follows: 


Phase 1: Literature review 

The literature review phase of the work included a systematic review of 
all English policy documentation and published guidance related to the 
management of people with long-term conditions, with a specific focus on 
the tracer conditions. In addition, we undertook a non-systematic review 
of the national and international literature on models of L.TC and disease 
management, to examine the evidence for best practice and the suggested 
roles that general practice should play. 

The research team used PubMed, ASSIA and HMIC bibliographic databases 
to search for articles on the management of long-term conditions in primary 
care. The number of articles resulting was further refined for relevance, to 
choose those that looked specifically at the role of GPs and general practice in 
LTC management for the conditions selected in the research. An example of 
the study terms is provided in Appendix 1. 
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purposeful selection of between 8 and 12 individuals per LTC. We piloted 
the interview protocol with half a dozen respondents before refining it and 
creating a general interview template. We then adapted the template for use 
by LTC and by type of respondent. (For an example of the interview protocol 
used, see Appendix 2). 

Each interview also contained generic questions about the management 
of people with co-morbidity. Expert informants typically included policy¬ 
makers, GPs with a special interest (GPSIs), community nurses, secondary 
care clinicians, commissioners, lead academics, and representatives from 
patient groups and/or the third sector. For a list of the numbers and types of 
expert informants interviewed in the research, see Appendix 3. 

The sub-study examining the management of LTC populations took a slightly 
different methodology, by undertaking a number of field visits to specific 
case-study sites that had been proactive in risk stratification and case 
finding. The methodology for this part of the study is explained in Section 9. 
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2 Policy review 


In England, integrating care for the management of people with a long¬ 
term condition (LTC), including the ability to promote and support self- 
care, has become a core strategy for its National Health Service (NHS). For 
example, the previous government set a central commitment to provide the 
opportunity for all 15.4 million people in England who have a LTC to receive 
an integrated and personalised care plan by 2010 (Department of Health 
2006b). 

Within this main policy lie a number of sub-policies, including: 

■ the active promotion of self-care strategies to enable people with LTCs 
to live independently in the home environment (the Your Health, Your 
Way initiative - Department of Health 2009a) 

■ the piloting of personal health budgets to enable LTC patients and 
carers to tailor their care packages (Department of Health 2009b) 

■ investment in population-oriented health management through the use 
of predictive modelling techniques that enable at-risk individuals and 
populations to be targeted with appropriate interventions (Department 
of Health 2007a) 

■ a movement towards new integrated care organisations, which 
potentially provide an in-house set of comprehensive health and 
social care services to registered patients, as well as an advocacy 
role in brokering the provision of care outwith these organisations 
(Department of Health 2009c). 

The focus on LTC management derives from a policy environment in the 
1990s that revealed that a growing proportion of inpatient activity was 
being fuelled by people with long-term conditions such as asthma, diabetes, 
and sickle cell anaemia (Department of Health 2004a). It was shown that, 
if managed effectively (for example, through proactive case finding), 
activity could be relatively stable and should not result in frequent crisis and 
observed increases in inpatient stays (Billings et at 1993, 2006). 

As a result of these observations, it became apparent that a fundamental 
shift was required in the way care needed to be delivered - from the episodic 
treatment of illness in institutions to the proactive management of patients in 
the community. This finding was in line with international evidence showing 
how the long-term economic burden in health and social care was directly 
related to people living longer with increasingly complex conditions (see 
Comas-Herrera and Wittenberg 2003). 

LTC management emerged as a key strand of health policy in the late 1990s, 
with the publication of a number of National Service Frameworks (NSFs) 
for mental health, cancer, coronary heart disease (CHD) and diabetes. 

Other NSFs subsequently emerged, including a specific NSF for long-term 
conditions that was published in 2005 and one for COPD in 2008. These NSFs 
set out to establish national standards and to identify key interventions for 
particular care groups or diseases, with the NSF for long-term conditions 
being the exception to such single-disease specific frameworks. 
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To facilitate the implementation of standards of LTC management in general 
practice, the Quality and Outcomes Framework (QOF) (which was adopted 
from 2004 onwards) placed a particular focus on paying general practice for 
the achievement of evidence-based performance targets in the identification 
and management of people with LTCs registered in general practice. Practices 
are awarded points according to the number of indicators they meet, and 
they receive funding accordingly. 

The QOF was designed to make the monitoring of patients with long-term 
conditions more proactive. The 18 clinical areas incentivised through QOF 
include aspects of care to people with dementia, depression, and diabetes 
that will be reviewed in this study - but not for arthritis or directly for people 
with multiple co-morbidities. The overall impact of the QOF is contested, but 
by its very presence shows the importance attached to the role of general 
practice in managing people with long-term chronic care needs. 

In recent years, the application of LTC management into practice has been 
further prioritised by a number of key policies. In 2004, the government 
published the NHS Improvement Plan, which promised higher-quality care 
for people with long-term conditions. The document established a new 
role - the community matron - and pledged to roll out the Expert Patients 
Programme, in which patients receive intensive education to become experts 
in their own condition (Department of Health 2004a). 

More recent policies have reiterated the importance of LTC management - 
for example, as set out in the White Paper Our Health, Our Care, Our Say 
(Department of Health 2006a), the NHS Next Stage Review (Darzi 2008) 
and world class commissioning - an approach to systematically improving 
and making more influential the planning, procurement and performance 
management of the NHS as a key lever in promoting system redesign and 
improving health and well-being (Department of Health 2007b). An implicit 
agenda in these policies has been to better co-ordinate care planning and 
delivery between health and social care, as well as to focus on upstream 
interventions that promote health and well-being and minimise illness. 

The election of the coalition government in 2010 has since led to a major 
reform programme of the NHS, though the focus on LTC management looks 
set to remain a key focus of activity given the need to reduce unscheduled 
hospital admissions (Department of Health 2010). In particular, the policy 
has highlighted: 

■ the need to better involve patients in decisions about their own health 
to facilitate self-care 

■ the importance of personalised care planning 

■ the need to reduce emergency re-admissions to hospitals for those 
people that could be managed in the community. 

Delivering higher-quality care for people with long-term 
conditions 

At present, it is widely recognised that the delivery of high-quality LTC 
management is not widespread and requires standardisation across the 
country. Key issues include: 

■ removing barriers to accessing LTC management 
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■ developing the levers and incentives to enable professionals to deliver 
it 

■ supporting the workforce to adjust to a new way of working, including 
a focus on governance, professional practice and cultural relationships. 

Moreover, while LTC management has become a key priority, relatively little 
information exists on what constitutes best practice - specifically on the roles 
that general practice and other primary, community and social care agencies 
should play within this. 

In 2004, at the same time that the QOF was being introduced, an English 
'model' of LTC management was set out (Department of Health 2004b). 
Derived from a number of similar models developed in the United States 
(such as Wagner's Chronic Care Model and Kaiser Permanente's Population 
Risk Pyramid), the model was based on three key approaches: 

■ supported self-care for the majority of those living with - or at high 
risk of - long-term conditions 

■ disease management for people with a complex single or multiple 
conditions who would need to be managed proactively by responsive 
specialist services 

■ case management for the small minority of patients with highly 
complex and multiple conditions requiring high-intensity professional 
support. 

The model is illustrated in Figure 1. 


Figure 1 The NHS and social care long-term conditions model 



Source: Department of Health (2005a, p 9) 

Soon after the publication of the LTC model of care, an NSF for LTCs emerged 
(Department of Health 2005b). This NSF set out 11 quality requirements 
for LTC care that should be applied to everyone with one or more LTCs (see 
Box on p 15). At the heart of the NSF was the need to integrate services 
to promote independence and empowerment, including working across 
professional boundaries: 
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These QRs [quality requirements] are designed to put the individual at 
the heart of care and to provide a service that is efficient, supportive and 
appropriate at every stage from diagnosis to end of life. The emphasis 
throughout this NSF is on supporting people to live with long-term 
conditions, improving their quality of life and providing services to support 
independent living... implementing this NSF by 2015 will improve services 
significantly. 

(Department of Health 2005b, p 5) 


The 11 quality requirements of the Department of Health's long¬ 
term conditions model 


1. A person-centred service 

2. Early recognition, prompt diagnosis and treatment 

3. Emergency and acute management 

4. Early and specialist rehabilitation 

5. Community rehabilitation and support 

6. Vocational rehabilitation 

7. Providing equipment and accommodation 

8. Providing personal care and support 

9. Palliative care 

10. Supporting family and carers 

11. Caring for people with neurological conditions during admission to 
hospital or other health and social care settings 


Source: Department of Health (2005, pp 4-5) 

To support the intensive case management for high-risk individuals with 
multiple LTCs, the Department of Health invested from 2004 onwards in the 
creation of a new nurse profession - the community matron (Department 
of Health 2004a). Community matrons seek to identify patients who meet 
criteria denoting that they are, or will be, high-intensity users of health care, 
and provide them with high-intensity help, to ensure that their multiple 
health and social care needs are met and so enable them to remain at home. 
The case-management work of community matrons has been central to 
the government's approach for the management of people with long-term 
conditions, although the evidence suggests that the cost-effectiveness 
of the interventions they provide is currently variable, as is their level of 
engagement with general practice (see Section 9). 

The need to better manage patients with long-term conditions outside 
hospital is now widely accepted, and is embedded in recent policy 
documents. However, the management of people with long-term conditions 
is set to remain one of the most pressing challenges to the NHS - not least 
because of the cold financial climate at the time this report was written. This 
paper seeks to establish the role that general practice should take to meet 
this challenge, in order to ensure that patients with LTCs receive high-quality 
and cost-effective care. 
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3 Arthritis 


Arthritis is the umbrella term used to describe the condition resulting from 
the inflammation of the joints and bones. There are numerous types of 
arthritis. These can be categorised as either inflammatory arthritis (IA), non¬ 
inflammatory arthritis, or connective tissue disease. It is estimated that one 
in five people in the United Kingdom is affected by arthritis (Arthritis Care 
2007). This section focuses on the two main types of arthritis: osteoarthritis 
(OA) and rheumatoid arthritis (RA). 

Osteoarthritis 

OA is the most common form of arthritis. It is characterised by the damage or 
failure of joints when the connective tissue or cartilage degenerates. This can 
cause the bones to rub painfully against each other, the growth of new bones 
in affected joints, or the joints to become misaligned. This process results 
in stiffness and chronic pain, and thus OA is associated with limitations in 
carrying out daily activities than other diseases among older people (Jagger 
etat 2006). 

OA can have a considerable physical, social, psychological and economic 
impact on people's quality of life (Breedveld 2004; Gupta etat 2005), 
although research indicates some reluctance among people to report the 
full extent of the pain they experience and therefore a delay in diagnosis 
(McHugh etat 2007). 

The Arthritis Research Campaign (ARC) has estimated that 4.4 million people 
in the United Kingdom have x-ray evidence of moderate-to-severe OA of the 
hands, 550,000 of the knees, and 210,000 of the hips (ARC 2002). More than 
1 million adults with OA consult their GP at least once a year in the United 
Kingdom (Arthritis Research UK 2008). Women over 50 years of age are also 
more likely than men to have OA in their hands, feet and knees (Jagger et at 
2006). Although some types of OA are hereditary, there are four main risk 
factors for developing the condition: 

■ congenital abnormalities 

■ injury or surgery 

■ being overweight or obese 

■ occupation. 

Rheumatoid arthritis 

Rheumatoid arthritis (RA) affects the body's immune system by attacking the 
joints and causes them to become inflamed (Arthritis Research UK 2008). 

RA can limit motion and lead to the degeneration of bone and cartilage. It is 
unclear what causes the body's immune system to attacks joints. However, it 
has been found that RA can cluster in families (arc 2002) and could therefore 
be genetic. Other risk factors are potentially involved too, such as the 
environment, infection or trauma (ARC 2002; ARMA 2004a). 

As the Arthritis and Musculoskeletal Alliance (ARMA) has highlighted, some 
people may experience a remission in RA (ARMA 2004b). However, for 
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others the condition can damage joints and cause disabling pain, 'flare- 
ups', stiffness and reduced function in joints. All of these contribute to a 
substantial impact on people's quality of life. However, evidence suggests 
people with RA can be reluctant to seek help from their GP, as they attribute 
pain to other causes or feel pessimistic about receiving help from health care 
professionals (Sheppard eta/ 2008). Initial reluctance to consult GPs was 
found to be the principal reason for the delay between onset of RA symptoms 
and rheumatologist assessment (Kumar eta/ 2007). 

The National Audit Office (NAO) estimated that 580,000 adults in England 
have RA, and an estimated 26,000 new cases are diagnosed annually. Forty- 
five per cent of people with RA are of working age, and over 60 per cent have 
lived with the condition for more than 20 years (NAO 2009). Women are 
almost three times more likely than men to be affected by RA (arc 2002). 

RA is more prevalent among people aged over 65 years of age, but it is most 
likely to develop between the ages of 30 and 50. 

Those who are affected by RA at working age can experience difficulty in 
staying in employment. In a longitudinal study of 353 people, after five years 
approximately 22 per cent had stopped work due to RA (Young eta/ 2002). 

In 2007/8 the estimated cost of incapacity benefit for RA was £122 million, 
and the estimated annual cost of RA to the NHS in England is £557 million, of 
which £171 million can be attributed to GP activity, such as blood tests and 
visits (NAO 2009). 

Musculoskeletal conditions in general are the most common reason for 
recurring GP visits, and make up 30 per cent of primary care consultations 
(Department of Health 2006c). OA and RA are chronic and debilitating 
conditions, but in both cases early identification and intervention and 
ongoing monitoring and support can minimise the damage. 

What does high-quality care look like? 

The Musculoskeletal Services Framework (Department of Health 2006c) 
outlines how GPs and others are responsible for the 'active management' of 
arthritis through: 

■ facilitating self-management 

■ giving the patient information 

■ interfacing with other primary care services. 

It also suggests that general practice and others should support people to 
return to work. Other key guidelines on the management and standards of 
care for OA and RA that illustrate what high-quality care should look like are 
outlined below. 


High-quality care for OA 

There are two main guidelines for the management of OA, from the National 
Institute for Health and Clinical Excellence (NICE) and the Arthritis and 
Musculoskeletal Alliance (ARMA): 

■ The Care and Management of Osteoarthritis in Adults: Clinical 
guideline 59 (NICE 2008b) 

■ Standards of Care: Osteoarthritis (ARMA 2004b). 
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The NICE (2008a) guidelines establish a number of key priorities for the 
management of OA, and set out the need for: 

■ an holistic assessment of the person (focusing on function, quality of 
life, occupation, mood, relationships and leisure activities) 

■ provision of education and advice - for example, to encourage patients 
to self-manage by strengthening muscle and fitness through exercise 

■ provision of analgesia 

■ timely referral for joint-replacement surgery where applicable. 

Information and advice on self-management also feature in the ARMA 
(2004b) guidelines, which recommend ensuring prompt access to services to 
enable early diagnosis and treatment, as well as ongoing support. 

The experts interviewed as part of this study commonly reported that the 
NICE and ARMA guidance was representative of best practice. However, they 
felt that a broader awareness of arthritis would underpin a GP's willingness 
to accept patients' musculoskeletal complaints as more than 'just aches and 
pains' and their readiness to help. They commonly reported that diagnosis 
needed to be followed up by a patient-centred care plan that emphasised 
weight loss and physical exercise. The care plan should enable the patient 
to be referred to professionals within a multi-disciplinary team, such as 
physiotherapists, occupational therapists or specialists if necessary. 


High-quality care for RA 

A number of guidelines applicable to RA have been produced, including: 

■ The Management of Rheumatoid Arthritis in Adults. Clinical guideline 
79 (NICE 2009c) 

■ Standards of Care. Inflammatory Arthritis (ARMA 2004a) 

■ 18 week Commissioning Pathway Inflammatory Arthritis (Joint Pain) 
(Rheumatology Futures Group 2009). 

In order to prevent the progression of RA and so reduce the likelihood of 
developing severe disability, all the guidance recommends aggressive 
treatment (involving disease-modifying anti-rheumatic drugs), commencing 
ideally within three months of symptom onset (Emery eta/2002; Nell etal 
2004; Luqmani et at 2006). This, of course, depends on early and appropriate 
diagnosis and referral from general practice. According to the NICE guidance 
(2009 RA), referral for specialist opinion should be made for any person with 
suspected persistent synovitis of undetermined cause. This should be done 
urgently if: 

■ the small joints in the hands and feet are affected 

■ more than one joint is affected 

■ there has been a delay of more than three months between onset of 
symptoms and seeking help. 

In addition to the RA guidance, experts interviewed suggested that referral to 
specialists should be made if any of the three symptoms proposed by Emery 
etal (2002) are present: 

■ three or more swollen joints 
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■ experiencing pain on squeezing the metatarsophalangeal or 
metacarpophalangeal joints 

■ experiencing 30 minutes or more of morning stiffness. 

There was unanimous agreement among the experts interviewed that high- 
quality care for RA requires the early recognition of symptoms and a prompt 
referral to a specialist for diagnosis. Those we interviewed accepted as 
important the current recommendation in NICE guidance for treatment to 
commence promptly following diagnosis. 

For example, NICE (2009c) recommends that a combination of disease¬ 
modifying anti-rheumatic drugs (DMARDs) be offered as soon as possible for 
newly diagnosed RA. Treatment should be monitored rigorously and regularly 
in outpatient appointments, reflecting the 'tight control' model used for 
diabetes management (Emery 2006). Once RA control is achieved, DMARD 
doses should be reduced cautiously (NICE 2009d). This requires regular 
check-ups to monitor the effects of medication on RA as well as any side- 
effects. Analgesics, NSAIDs and biological drugs can be prescribed in certain 
circumstances (NICE 2009d). 

According to the majority of expert informants that we interviewed, 
high-quality care in general practice would also involve awareness of the 
potential for patients to have or develop other long-term conditions, such 
as cardiovascular disease or depression. Annual, or more frequent, check¬ 
ups in primary or secondary care should consider the possibility of the 
patient having co-morbidities, and should include checks on blood pressure 
and weight (for example). NICE guidelines for RA also recommend access 
to a named member of the multidisciplinary team who is responsible for 
co-ordinating care provided by other health care professionals, such as 
physiotherapists, occupational therapists and psychologists. 

People with RA can experience very painful flare-ups, and the experts we 
interviewed were in agreement that, in such an event, it was important 
to have access to the most appropriate type of treatment - ideally within 
24 hours. This could be achieved, for example, by speaking to a specialist 
nurse via a telephone helpline. The specialist nurse could then facilitate an 
appointment for a joint injection. Prompt access should also be accessible out 
of hours. 

The expert informants also described aspects of high-quality care that 
applied to arthritis in general, such as the importance of the patient being 
informed and thus empowered to carry out self-management of their 
condition - particularly through physical exercise and weight loss. This 
would be achieved through the provision of well-designed and appropriate 
information that gives a realistic but positive outline of: 

■ what the condition is 

■ what might happen in the future 

■ what to do when pain is experienced 

■ services to contact for help and advice. 

The experts felt that health care professionals needed to support patients to 
manage their pain by recognising the psychosocial impact of the condition 
and discussing their concerns and/or referring them to organisations such as 
Arthritis Care or NRAS, which provide information and peer support. Patients 
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have concerns about either remaining in or returning to employment. High- 
quality care would involve health care professionals discussing such concerns 
with patients and making referrals to other professionals where possible or 
signposting to patient groups. 

The theme of patient-centred care emerged strongly from interviews with 
experts. One respondent highlighted that the location of care needed to 
be physically accessible to people with mobility problems, while another 
suggested the importance that care professionals were prepared to discuss 
a patient's general well-being: how they are coping and what their concerns 
are. This, in turn, would enable the patient to take better control of their 
condition: 

I think at the end of the day it is all around providing holistic care, which 
puts the patient at the centre of the journey. With arthritis - be it osteo- or 
rheumatoid or whatever - these are usually long-term, lifelong conditions, 
and patients have to learn to live with and live around this difficulties and 
overcome the problems... So you actually plan the care around what the 
patients perceive to be important and actually allow patients more control 
over their journey - again, obviously, advised where there is clinical need 
as to what is safe and appropriate. 

GPSI in rheumatoid arthritis 

What is the role of general practice? 

The majority of people with arthritis symptoms will seek their help in the first 
instance from a GP (NAO 2009). The literature and the expert interviews 
showed that the course of treatment very much depends on what GPs do at 
this initial stage: 

General practice is crucial because it's got to recognise what needs 
referring and what doesn't, at the earliest stage. If you just wait and 
watch, then that's the worst option - because you've actually allowed 
chronicity to occur. 

Professor in rheumatology 

This study - encompassing, as it does, a review of the literature, best- 
practice guidance and the views of expert informants - suggests that high- 
quality care in general practice in the management of people with arthritis 
would need to fulfil the following core aspects of care and management. 

■ Early recognition of symptoms and prompt diagnosis 

Professionals in the general practice setting (and GPs in particular) 
must be aware of arthritis and be able to recognise its symptoms. 
Awareness is particularly important given that some patients do not 
present musculoskeletal pain as their primary complaint. In cases 
of RA, prompt and accurate diagnosis - perhaps with support of a 
specialist or GPSI - is important. 

■ Prompt and appropriate referral In cases of RA, the GP should use 
the guidelines to make a prompt referral to a specialist, ideally within 
the first or second consultation. Prompt referral would be enabled 

by establishing a referral protocol with the local specialist team. This 
would require both parties to be willing and able to communicate with 
each other. The expert informants felt that the subsequent diagnosis of 
RA should be made by a rheumatologist or a GP with special interest, 
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as they would have the appropriate level of expertise to interpret 
diagnostic tests. Specialists would also have the expertise to prescribe 
the course of medication needed to stabilise the patient's RA. 

In contrast, in cases of OA GPs are able to make a diagnosis in the 
majority of cases. 

■ In emergency flare-up situations, GPs should facilitate rapid 
access to treatment This should take place ideally within 24 hours - 
for example, by contacting the nurse specialist or rheumatologist. 

■ Patient information and supported self-care Following diagnosis, 
GPs or practice nurses should provide patients with either verbal or 
written information about their arthritis. GPs or practice nurses should 
signpost patients to patient groups and ensure they can access a 
support network. 

■ Patient-centred care plan Diagnosis should be followed with a care 
plan, developed in partnership with the patient, to enable them to 
understand the health-promoting activities they should seek to follow 
(for example, weight loss or physical exercise). These should enable 
the patient to understand the next steps in their treatment. 

■ Proactive case management The general practice team should 
undertake long-term monitoring of patients with arthritis. They should 
monitor how medication is affecting the condition and the person, 
whether any co-morbidities are present, and the patient's general 
well-being. This requires the professional to be empathetic, and to give 
serious consideration to patients' concerns about employment, child 
care and relationships. 

Some experts felt that GPs had limited time to do this and that 
the practice nurse might therefore be better placed to assess the 
psychosocial aspects of care, as well as to provide the motivation and 
support to make lifestyle changes. If the patient's psychosocial needs 
cannot be met within the general practice, the nurse or GP should 
signpost them to other services: 

There are core issues for all long-term condition patients that they 
need right from the beginning. They need proactive, positive support, 
good messages right at the beginning of their journey. They need the 
information that's going to empower them. They need reassurance, and 
they need rapid access when they can't cope. And nurses are brilliant at 
putting the context of that in a patient-centred approach that looks at the 
social and psychological needs of that patient. 

Rheumatology nurse consultant 

■ Ongoing care GPs can provide ongoing prescriptions for medication if 
appropriate. In the case of RA, prescriptions should be consistent with 
what the specialist has prescribed, based on regular monitoring. 

■ Multi-disciplinary team-working GPs or practice nurses should 
make referrals to a multidisciplinary team (such as physiotherapists, 
occupational therapists or surgeons) as needed. Within this process, 
they should discuss choices and support patients in making them. 
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The current quality of care in general practice 

When it comes to the quality of arthritis management, the published 
evidence suggests that performance within general practice is not always 
consistent with guidelines - a view generally backed up by the experts we 
interviewed during the study. 

For example, a recent NAO (2009) report found that less than 50 per cent of 
people with RA are referred by their GP to a specialist within three months, 
while people with RA visit their GP an average of four times before being 
referred (Steward and Land 2009). One reason proposed for the delay in 
diagnosis of long-term musculoskeletal conditions is a lack of knowledge and 
awareness about these conditions among GPs. This could be exacerbated 
by the fact that less than half (43 per cent) of PCTs provide education to GPs 
about inflammatory arthritis (ARMA 2009). 

In addition to this apparent lack of knowledge, some experts also suggested 
there was a lack of interest among GPs in treating arthritis, as it is not 
currently a long-term condition that attracts incentive payments through the 
QOF: 

In their years of training to be a doctor, GPs get two hours' [training] 1 
on musculoskeletal (conditions)... You've got people in society who think 
arthritis isn't something you should bother about, so they don't go and 
present... And nothing in the QOF to incentivise them to anything anyway. 
All these pressures to do nothing. So people get worse, they deteriorate, 
they give up their job, they get depressed, they become expensive users 
of health and social care systems - when they could, if caught early, be 
kept mobile, be kept independent, pay tax through having jobs, not claim 
disability benefits. So much to be gained from it, and yet there's so little 
being done about it. 

Chief executive, arthritis support organisation 

These impressions are supported by a recent study by the think tank RAND 
(Steel etat 2008) that revealed how only 29 per cent of eligible patients for 
OA treatment by a specialist had been provided with the care they should 
have received - the lowest figure in comparison to nine other conditions 
they examined. Research by Broadbent etai (2008) that assessed the self- 
reported quality of care for 320 patients at various general practices showed 
a low level of satisfaction with the level of information they were provided 
about their condition (17-30 per cent) and a wide-ranging set of views in 
terms of quality of treatment (5-90 percent). 

Regarding treatment provision for OA, research carried out before NICE 
guidelines were introduced shows variation in general practice according 
to the type of OA treated and the type of treatment. For example, OA in the 
knee is more common than OA in the hips. Flowever, data suggests that 
following referrals, hip replacement surgery is more likely to occur than 
knee replacement surgery (Linsell etat 2005). The data also suggests that 
pharmacological interventions are favoured compared to exercise, weight 
loss and physiotherapy (Jordan etaI 2004; Porcheret etai 2007). 
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Regarding information provision for OA, research indicates that GPs are not 
always providing this adequately, and/or that patients do not recall receiving 
it (Victor eta I 2004; McHugh eta/ 2007). Interviews with our expert 
informants also raised a common concern that patients do not feel they are 
given enough information about how to manage their condition. 

The NAO (2009) study of services for RA looked at care provided to 1,200 
individuals. It concluded that the likelihood of RA being diagnosed and 
treated within the 'window of opportunity' had not increased since 2003, 
despite the introduction of the 18-week target from referral to treatment. 

The study also showed that half of those who had experienced a delay in 
diagnosis attributed this to their GR Respondents said their GPs had been 
unable to make a diagnosis based on test results, had made a misdiagnosis, 
or had taken a long time to make a specialist referral. Specialists would 
usually repeat the tests, thus leading to more delay and cost. 

Interestingly, the majority of GPs in the NAO study said they had either 
'very good' or 'some' knowledge of RA (96 per cent), but 74 per cent were 
'somewhat confident' in making a diagnosis, compared to 18 per cent who 
were 'very confident'. This dissonance between GPs' knowledge of RA and 
their ability to diagnose reflects the literature and expert interview data, 
which suggests that GPs are not confident that they can manage RA as well 
as specialists can (see, for example, Memel and Somerset 2003). 

Measuring quality 

At present, no robust or routinely collected measures are currently in use 
in general practice to monitor the quality of care for people with arthritis. 
Arthritis is not a clinical area prioritised through the QOF. However, there 
have been some quality indicators developed by RAND, NICE and the 
National Primary Research and Development Centre (NPRDC) regarding OA 
treatment in primary care (Broadbent etai 2008 - see Table 1). 

RAND has also developed a set of 27 validated quality measures for 
treatment of RA that spans physician and rheumatologist care (MacLean et 
at 2004). However, there is no evidence to suggest that such indicators are 
being collected or used with general practice or any other care provider in 
the United Kingdom. None of the experts interviewed believed they were 
aware of any measures currently used to assess the quality of care in general 
practice for OA or RA. 

Two expert informants felt that, despite the availability of best-practice 
guidelines, without the existence and use of quality measures there was little 
current incentive to improve quality: 

That is the trouble with guidelines. You can have as many guidelines 
as you like, but... unless practices are measured by the Care Quality 
Commission, or whoever it is actually going to be measuring that, and 
equally measuring patient satisfaction, I don't think it is going to make 
any difference. 

Director, musculoskeletal conditions group 

I think getting some musculoskeletal measures on QOF would be the 
single biggest step to improving quality of care. Unfortunately, money 
talks - and with only a limited amount of time in the day, if it is not part of 
QOF it is put on the 'to do'list sometime, and never gets done. So certainly 
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the biggest thing that could help arthritis care is to get musculoskeletal 
measures on QOF. 

GPSI in rheumatoid arthritis 

Table 1: Quality indicators for osteoarthritis treatment in primary 
care 



Quality indicator 

Source 

Information 

provision 

indicators 

The percentage of patients with symptomatic OA whose notes contain a record that 

they have been offered education regarding the natural history, treatment, and self¬ 
management of the disease at least once 

RAND 


The percentage of patients with OA treated with an NSAID whose notes contain a record 

that they have been advised of the gastro-intestinal and renal risks associated with this 

drug 

RAND 

Regular 

assessment 

indicators 

The percentage of patients treated for symptomatic OA whose notes contain a record 

that they have been assessed for functional status in the last year 

RAND 

The percentage of patients treated for symptomatic OA whose notes contain a record 

that they have been assessed for degree of pain in the last year 

RAND 


The percentage of patients with OA regularly treated with NSAID whose notes contain a 

record that they have been asked about gastro-intestinal symptoms within the previous 

12 months 

RAND 

Treatment 

provision 

indicators 

The percentage of patients in whom oral pharmacological therapy was initiated to treat 

OA and whose notes contain a record that they were offered paracetamol first (unless 

contra-indicated) 

RAND 

NPRDC 


The percentage of patients with OA treated with an NSAID whose notes contain a record 

that ibuprofen (or a cox-2 inhibitor) has been considered for first-line treatment (unless 

contra-indicated or intolerant) 

NICE 

NPRDC 


The percentage of patients with severe symptomatic OA of the knee or hip that has failed 

to respond to non-pharmacological and pharmacological therapy and whose notes contain 

a record that they were offered referral to an orthopaedic surgeon to be evaluated for 

total joint replacement within 6 months unless surgery is contra-indicated 

RAND 


The percentage of patients in whom oral pharmacological therapy was changed from 

paracetamol to a different oral agent and whose notes contain a record that they were 

offered a trial of maximum-dose paracetamol 

RAND 


Source: Adapted from Broadbent etaI (2008) 


The potential impact of quality improvements 

The NICE costing report that accompanied the publication of OA treatment 
guidelines in 2008 showed that full implementation of the guideline was 
estimated to lead to annual savings of nearly £7.3 million, through reduced 
GP consultations and hospital admissions (NICE 2008a). Further, evidence 
suggests that physical exercise and physiotherapy can be cost-effective for 
knee pain (Segal etal 2004; Jessep etal 2009). In terms of RA, improved 
treatment of recent-onset RA should avoid or delay the onset of disability 
(NICE 2009c). Reduced costs to the NHS can be inferred from the reduced 
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likelihood of severe disability. It was not possible for NICE to quantify the 
NHS savings arising from prompt access to specialist care. 

According to the NAO (2009), if services to people with arthritis were 
reconfigured to ensure quicker diagnosis and earlier treatment, the short¬ 
term costs to the NHS would increase but there could be productivity gains 
and better quality of life for patients in the long term. Increasing the number 
of patients seen within three months of symptom onset to 20 per cent (from 
the current figure of 10 per cent) could initially increase the cost to the NHS 
by £11 million over a five-year period, due to expenditure on drugs and the 
associated monitoring of patients. This could become cost-neutral after 
approximately nine years, and then there could be productivity gains of 
around £31 million for the economy due to reduced levels of sick leave and 
lost employment. Further, quality of life could increase by 4 per cent over the 
first five years in terms of quality-adjusted life years (QALYs) gained (NAO 
2009). 

Clearly, the current state of quality of care for people with OA and RA in 
general practice is problematic to determine, due to the lack of objective 
measures and indicators available. However, the evidence examined here 
would suggest that it is currently sub-optimal and highly variable, and could 
be significantly improved through a better understanding of the condition 
among primary care professionals and a more proactive approach to care 
management (which might also prove cost-effective to implement). What 
is clear is that responsibility for delivering high-quality care to patients with 
arthritis should be shared across care settings and multi-professional teams, 
and that general practice has a core role to play as part of that continuum of 
care. 
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4 Dementia 


Dementia can be described as 'a syndrome which may be caused by a 
number of illnesses in which there is a progressive decline in multiple areas of 
function, including decline in memory, reasoning, communication skills and 
the ability to carry out daily activities' (Department of Health 2009d, p 15). 

There are estimated to be approximately 750,000 people living with dementia 
in the United Kingdom at present, though the number is set to increase to 
more than 1 million people by 2025 (Alzheimer's Society 2007, 2010). While 
dementia is predominantly a disorder that affects people in later life (its 
incidence and prevalence rise exponentially with age), it also affects about 
12,000 people under the age of 65 (NAO 2007a). Late-onset dementia - 
especially Alzheimer's disease - is also more prevalent among women. 

It is estimated that 11,000 members of black and minority ethnic background 
have dementia, with members of BME communities comprising 1.7 per cent 
of the total population with dementia (Alzheimer's Society 2007). There is a 
greater likelihood of dementia prevalence in areas where larger proportions of 
older people live. Overall in the United Kingdom, 10 percent of deaths among 
men over 65 years, and 15 percent of deaths among women in the same age 
group, are linked to dementia. The majority of dementia-related deaths occur 
between the ages of 80 and 95 years (Alzheimer's Society 2007). 

Dementia is characterised by a decline in a person's memory, reasoning 
and communication skills and their ability to carry out daily activities. 
Simultaneously, a person with dementia may also develop behavioural 
and psychological symptoms, such as depression, psychosis, aggression 
and 'wandering' (Department of Health 2009d). Dementia is largely an 
irreversible condition (NICE/SCIE 2006a). There are numerous forms of 
dementia including: 

■ Alzheimer's disease caused by clumps of protein (or'plaques') 
developing around brain cells (NHS Choices 2010). This accounts for 
62 per cent of dementias in England (NAO 2007a) 

■ vascular dementia caused by restricted blood circulation to part of the 
brain (NHS Choices website) 

■ dementia with Lewy bodies caused by protein developing inside nerve 
cells (NAO 2007a) 

■ fronto-temporal dementia caused by the shrinking of the frontal and 
temporal parts of the brain. This occurs mostly among people under 65 
years of age, and is much rarer than other types of dementia, affecting 
2 per cent of people with dementia in England (NAO 2007a). 

The causes of dementia-related illnesses are not well understood, but all 
result in changes from structural and chemical changes in the brain leading 
to the death of brain tissue. The progression of the various types of dementia 
varies. However, in general terms, there are three phases: early, middle and 
late stage: 

■ Early-stage dementia can often be misinterpreted as symptomatic of 
other problems, such as stress or ageing, because it can be indicated 
by short-term loss, confusion and anxiety. 
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■ In the middle stage, people require more support as they become 
increasingly forgetful, and they can become distressed or angry. 

■ In the late stage, symptoms can include: 

- being unable to easily recognise familiar objects, surroundings or 
people 

- becoming increasingly frail 

- developing a progressive slow or unsteady gait 

- difficulty eating 

- incontinence 

- gradual loss of speech (NAO 2007a). 

Understandably, the onset of such symptoms can have a profound impact on 
the quality of life both for the person with dementia and their relatives and 
friends, who can also be their caregivers (Alzheimer's Society 2007). People 
with dementia typically live for between seven and 12 years after diagnosis 
(Department of Health 2009d p 17). 

What does high-quality care look like? 

A number of documents have been published recently outlining what high- 
quality care for people with dementia should include. Examples include: 

■ guidance published by NICE/SCIE (2006a) emphasising the need for 
integrated health and social care 

■ the national dementia strategy (Department of Health 2009d) 

■ the NICE technology appraisal for various drug therapies for 
Alzheimer's disease (NICE 2007). 

Generally, the experts interviewed as part of this study agreed with 
the published guidance, and provided more detail on how it should be 
implemented in the context of general practice. 

The national dementia strategy argues that high-quality care can be achieved 
for dementia sufferers and their carers only if a shift is achieved in the way 
that society - including health and social care professionals - perceive 
dementia (Department of Health 2009d). Positive changes in attitudes and 
beliefs about the disease, and about the needs of people living with it, could 
encourage people with symptoms to seek help, and could encourage health 
care professionals to offer help by referring for a diagnosis. Similarly, the 
NICE/SCIE guidance (2006a) sets out that when a health care professional 
is approached by an individual (or their carer) with potential symptoms of 
dementia, he or she should be willing to take appropriate action: 

The professional should not dismiss the signs of dementia and should seek 
to obtain a diagnosis as soon as possible so that treatment can begin. 
Health care staff should consider referring patients showing signs of mild 
cognitive impairment for assessment because over 50% of people with 
such symptoms then go on to develop dementia. 

(NICE/SCIE 2006a, p 22) 
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According to the NICE/SCIE (2006a) guidance, a number of tests or 
assessment should be carried out to obtain an accurate diagnosis of 
dementia, including: 

■ a full medical history 

■ a medication review 

■ a clinical cognitive assessment using a standardised instrument 
such as the Mini Mental State Examination (MMSE) (though this has 
subsequently been found to be ineffective for diagnosis in certain 
groups) 

■ blood tests (to rule out other conditions) 

> structural imaging tests. 

The guidance argues that there should ideally be a rapid referral to a 
specialist (such as a geriatrician, neurologist or psychiatrist working in a 
memory clinic) to carry out these tests and assessments and/or interpret 
the results to make an informed diagnosis. An early diagnosis can enable 
health and social care teams, the individual and their carers to maintain the 
independence of people with dementia for as long as possible (NICE/SCIE 
2006a). An accurate diagnosis may require the individual to make a number 
of visits to the specialist team. Ideally, the diagnosis of dementia should be 
conveyed to the patient by a specialist (or GPSI) and then communicated to 
the patient's GP. 

When it comes to conveying the diagnosis of dementia to the patient, the 
evidence shows that some GPs and other health care professionals are 
reluctant to break this type of'bad news' to patients. This may be because 
they are underthe impression there is no point in making a diagnosis if 
there are no treatment options or support services available for the person. 
Alternatively, it may be because the professional does not wish to distress 
the patient or the carer by telling them they have a terminal condition. 
However, the guidance and the data from the expert interviews shows that it 
is important for the professional to be forthcoming with the diagnosis, and to 
handle this with due sensitivity. Nonetheless, for certain types of dementia, it 
is recognised that drug treatments can help slow the progress of the disease 
(and potentially reduce anxiety) if caught early enough. 

Providing that a diagnosis is made and given to the patient early on during 
their illness, plans can be made forthe ongoing care of the individual. 

The individual should undergo an holistic assessment that considers their 
medical, psychological and social care needs. The earlier these discussions 
occur, the earlier the various aspects of care can be arranged and therefore 
the individual stands a better chance of having a better quality of life: 

One of the cornerstones [of dementia care]... is that if you tell people 
earlier, they can do stuff about it... They need to know what's going on, 
because one of the things that gets lost in dementia as you become more 
severely ill is your insight into having dementia. Then, if you want to 
accurately forward plan, if you want to carry out advanced planning, if 
you want to say what sort of risk you're willing to put up with before going 
into a care home, if you want to have those discussions with your family, 
then if you don't have them when you're first diagnosed, [ within ] the first 
couple of years, then you may never be able to have them... 
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So there's a whole sense of planning for the future... but also there's good 
definitive evidence to suggest that if you gear up carers and people with 
dementia at the beginning of their journey, they'll have a better journey 
with their dementia - so that instead of having a dementia that is blighted 
by crises... you have one whereby you know where you can go for help. 

Professor of mental health and ageing 

There are some psychological treatments that can help people to cope with 
the symptoms of dementia - for example, cognitive stimulation, behavioural 
therapy, reality orientation therapy and multisensory orientation. Physical 
exercise can also be beneficial to mood and mental function. Where 
appropriate, the specialist team should begin pharmacological treatment. 
Continuing prescription can be provided in primary care as long as there are 
good lines of communication between the health care teams. 

Based on the holistic assessment of needs mentioned above, the individual 
and a health care professional should make a care plan and appropriate 
referrals to other services. A care plan could include a set of goals for the 
patient to manage risk and stay relatively healthy for as long as possible, 
such as stopping smoking, controlling blood pressure and cholesterol and 
taking aspirin as prescribed. 

As with a number of long-term conditions, access to information and 
education about self-management is vital. The patient and their carer should 
be given access, or signposted, to sources of peer support in the community 
and voluntary sector for more information about dementia and education 
on coping strategies. Information is important in helping people to live well 
with dementia for as long as possible in the community (Department of 
Health 2009d). The individual and their carer should be given high-quality 
information, and support to understand it, to suit the different stages of the 
illness: 

I think that the third sector has quite a large place to play in terms of 
early intervention and support... There's no doubt that behavioural and 
psychological symptoms are a frequent cause of extreme distress to the 
relatives, which... can sometimes lead on to people getting admitted [to 
hospital]... If you can have psychosocial intervention and psychological 
intervention at that stage, it decreases the admissions. 

GPSI in dementia care 

Once diagnosis has been made and various interventions have been 
implemented, the patient will need ongoing monitoring by the different 
teams involved. Further, the individual and their carer should be able to 
access information and support as and when required. A pilot scheme is 
currently being implemented for'dementia advisors', who act as a named 
contact person for the individual and their carers following discharge from 
secondary care. Their purpose is to help the individual and their carer to 
navigate the health and social care system, so they have easy access to care, 
support and advice. 

Individuals with dementia should have access to high-quality care in all 
locations. That is, the individual should be enabled to live well in their 
home through the use of assistive technology, telecare and home visits, as 
appropriate. The individual is also entitled to high-quality, patient-centred 
physical and social care in care homes and in hospital settings. The focus on 
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high-quality care tailored to the individual's needs should apply equally when 
it becomes clear that he or she is entering palliative and end-of-life care. 

Alongside the high-quality care described for the individual with dementia, 
health and social care staff must also consider the needs of the carer. This 
could begin with a formal assessment of his or her physical and emotional 
capacity to provide care to the patient with dementia. The health and social 
care team must always be aware of the health and emotional well-being of 
the carer throughout the patient's journey - particularly when it is evident 
that he or she is are experiencing difficulty in coping. Carers should have 
access to information and support when they need it, including periods of 
respite during which a care assistant can provide cover. 

What is the role of general practice? 

The vast majority of first diagnoses for suspected dementia occur in general 
practice. A typical GP practice can expect their list to include between 12 and 
20 people with dementia. According to the NAO (2007a), GPs have 'ultimate' 
responsibility for each patient with dementia, regardless of whether they are 
living in their own residence or in a care home. The GP is the constant during 
the patient's journey with dementia. The GP often carries out a co-ordinating 
and monitoring role, and acts as a gateway to services that provide the 
necessary and appropriate intervention and support. 

From an assessment of the literature, the guidelines and the views of our 
expert informants, the role of the general practice in providing high-quality 
care to people with dementia can be outlined as follows. 

■ Awareness of risk factors and symptoms GPs and practice nurses 
should be aware of the risk factors for dementia and the appropriate 
action to take - for example, providing advice - and should review 
those patients with modifiable risk factors such as smoking, obesity 
or hypertension. They must be aware of various warning signs and 
recognise that dementia affects a number of people under the age of 
65 as well as the elderly. Symptoms should be taken seriously, and 
should be discussed in further detail with the patient and, if possible 
and appropriate, a specialist. 

■ Proactive case finding General practices should take a proactive role 
in screening all patients for suspected dementia, whether or not this is 
suggested by the patient or their carer. 

■ Assessment Where dementia is suspected, GPs with the appropriate 
level of training and knowledge could administer blood tests and 
standardised cognitive assessments to establish a baseline of 
information. This could then be provided to a specialist team, which 
may then wish to carry out subsequent tests before making a formal 
diagnosis. Practice nurses could be trained up to administer cognitive 
assessments. 

■ Prompt and appropriate referral Whether or not preliminary 
assessment tests are carried out in general practice, an early referral 
must be made to specialist units (for example, memory clinics) with 
the aim of obtaining an early diagnosis. Formal diagnoses of dementia 
should be made by specialists. The diagnosis should be communicated 
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to the general practice, and a register of patients with dementia should 
be kept there. 

■ Shared and proactive care General practices should have shared 
care arrangements with specialist services to exchange information. 
GPs and practice nurses then provide continuity of care, through 
proactive monitoring and managing the progression of the disease. 
General practice notes should be kept up to date and synthesised 
with notes from specialist care teams. Since the individual with 
dementia is likely to be in contact with a number of different health 
care professionals, social care providers and other support services, 
it is important for general practice to work in partnership with these 
colleagues by sharing and seeking information. General practice plays 
a vital role in ensuring that the individual can be looked after in the 
community for as long as they wish - for example, by advocating on 
behalf of the patient and/or supporting care-home staff. 

■ Patient and carer information and supported self-care As the 

professional responsible for ongoing care, the GP should discuss the 
diagnosis with the individual and their carer(s) sensitively. He or she 
should ensure that the individual understands as much as possible 
about the diagnosis, its implications and how the management of 
dementia is likely to proceed. It may be appropriate to signpost the 
individual and/or their carer to a specialist service for further advice 
and support in coming to terms with the diagnosis. It should be made 
clear to the individual that they can also contact the general practice 
for information if they wish to do so, and that their requests will be 
given due consideration and treated sensitively. 

■ Care planning General practices should ensure that a care plan with 
the individual and their carer is undertaken and recorded. The care 
plan must be tailored to the individual, and might include targets for 
controlling cholesterol and blood pressure and ensuring medication is 
taken, as prescribed by the specialist or GP. The care plan should also 
be seen as an ongoing process to take any changes into account. 

■ Ongoing care The general practice team, in partnership with shared 
care providers, should carry out holistic assessments of individuals 
with dementia and his/her primary carer. This information should be 
used to make referrals to members of the multidisciplinary team, 
such as community matrons, district nurse teams, social services and 
voluntary and community-sector support organisations where peer 
support and education can be accessed. Assessments of the individual 
with dementia and carer should be ongoing in order to pick up on any 
changes in circumstances, such as depression or fatigue. 

A thorough review of dementia patients should be taken every six or 
12 months, depending on need and severity. This should cover physical 
health such as co-morbidities, infections, weight, blood pressure and 
cholesterol, as well as psychological issues and social care needs. 

The GP, practice nurse or dementia advisor based in general practice 
should be proactive in contacting the individual in between reviews to 
determine whether there have been any developments. 
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The various aspects of the role played by general practice described here are 
underpinned by training in dementia care and knowledge of (and availability 
of) specialist dementia services. All staff working within general practice 
should have the appropriate training and skills to deliver high-quality care 
to individuals with dementia. GPs and practice nurses should be aware of 
the NICE/SCIE guidance and the national dementia strategy, and practice 
managers and receptionists should be sensitive to the needs of patients or 
carers when contacting the practice for information and appointments. 

All staff within the general practice should know about existing services in 
the area for diagnosing and managing dementia and providing support to 
patients and carers. If there is a lack of specialist services in the area to 
deliver accurate diagnoses, GPs should be proactive in making sure they are 
commissioned. 

The current quality of care in general practice 

It is commonly reported that first contact and diagnosis of people with 
dementia often occur late in the illness and/or in crisis, when opportunities to 
manage the condition in order to maximise quality of life and prevent harm 
have passed (NAO 2007a). There are a number of factors contributing to 
diagnoses being made late. For example, survey data (Alzheimer's Society 
2007) shows that: 

■ people can wait up to three years before reporting symptoms of 
dementia to their GP 

■ 70 per cent of carers report being unaware of the symptoms of 
dementia before diagnosis 

■ 64 per cent of dementia sufferers are 'in denial', with 58 per cent 
believing the symptoms 'just a part of ageing'. 

Focus-group data shows that individuals can make a number of visits to the 
general practice before the GP recognises symptoms and makes a referral 
to a specialist or memory clinic (NAO 2007b). The same analysis showed 
delays in diagnosis that occurred because GPs did not act on the possibility of 
dementia being present in people under 65 years of age, or did not listen to 
carers' concerns due to patient confidentiality. 

The NAO analysed 2006 data on expected and recorded prevalence of 
dementia in the population. This showed only five people per 1,000 aged 
65-69 had been diagnosed with dementia, compared to the estimated actual 
prevalence of 13 per 1,000. In people aged 80 years and over, only 60 people 
per 1,000 were diagnosed, compared to the estimated actual prevalence of 
122 per 1,000 (NAO 2007a). 

The level of UK diagnosis and treatment of people with dementia is not only 
low, but there is significant variation. For example, one study uncovered 
a 24-fold variation in activity between the highest and lowest activity by 
PCT (Knapp etal 2007). International comparisons have placed the United 
Kingdom in the bottom third of European performance in terms of diagnosis 
and treatment, with less than half the activity of France, Sweden, Ireland and 
Spain (Knapp eta/ 2007). Late diagnosis means that people with dementia 
and their carers are less able to make informed plans for their future, and do 
not gain access to the help, support and treatments that can help. 
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The experts interviewed in this study often discussed the lack of (or late) 
dementia diagnoses being made in general practice and the possible reasons 
for this. Their evidence suggests that most GPs are either unable to recognise 
dementia symptoms and so make referrals for diagnoses, or unwilling to take 
action when they do recognise symptoms due to the feeling that little can be 
done to help. 

The interviewees felt there was a lack of specialist services to which patients 
could be referred, reflecting the findings of the NAO (2007a) report, although 
some welcomed the development of memory clinics if this led to more speedy 
and reliable access to such support. 

Where GPs were unable to recognise symptoms, expert informants often 
attributed this to natural signs of ageing and/or argued that such symptoms 
were easily confused due to their association with other disorders. This view 
is again backed up in the NAO (2007a) report, which found that only 31 per 
cent of GPs believed they have received sufficient basic and post-qualification 
training to diagnose and manage people with dementia appropriately- a 
lower figure than was reported five years previously (Audit Commission 
2002). This shows there is a need to raise awareness and training in 
dementia care in general practice. 

Where GPs were unwilling to take action when they suspected dementia, this 
is because they assume there is no merit in obtaining a formal diagnosis. 

For example, the incidence of dementia in residential and nursing homes is 
likely to be high. However, the research evidence suggests that GPs may not 
seek to make diagnoses among a population in which a diagnosis will not 
necessarily add anything to the care they are already receiving (Koch and 
Illiffe 2009). In other cases, the reluctance to take any action could be due 
to the GP feeling that the diagnosis will be too distressing for patients who 
may already be frail and vulnerable, or that they may not fully understand. 

In other cases, the GP might feel the diagnosis will have a negative impact on 
the therapeutic relationship: 

I think there's also a misconception that dementia is an endpoint and that 
people have no insight once they have it. 'What's the point of the telling 
someone they'll lose their ability to remember things, to reason, to look 
after themselves?'and... 'Why tell people about impending doom when, 
actually, they can just get on with their lives?'. Of course, we know that 
people with dementia have very good insight for quite a long time into 
their condition, so that's not actually true at all. 

Representative of national dementia charity 

Where dementia has been diagnosed, there also appears to be a lack of 
ownership of dementia care in general practice. For example, a study into 
the skills and knowledge of GPs in dementia care found that one-third of GPs 
surveyed believed dementia care to be the remit of a specialist team (Turner 
etal 2004). Another qualitative study indicated that GPs were more resistant 
than other professionals to shared care due to staffing and time constraints, 
lack of experience and lack of confidence in making the diagnosis (Illiffe et at 
2006). 

The experts we interviewed as part of the study emphasised the presence of 
poor continuity of care in general practices and a lack of willingness to take 
on the role of case management. Consequently, respondents suggested that 
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'only the minimum was being done' to review dementia patients, in order to 
meet the 15-month QOF requirements. 

The most recent research to highlight these problems was reported through 
a cohort study that examined the health records of dementia patients in 
353 general practices (Rait etal 2010). The study concluded that under¬ 
recognition of dementia syndromes persists in primary care, and that greater 
engagement of primary care in earlier and better detection of dementia 
is needed. In addition, they found that GPs often record the diagnosis of 
dementia in a non-specific way, not differentiating between Alzheimer's 
disease and vascular dementia. This is an important distinction that may 
affect management, including the use of anticholinesterase inhibitors, and 
should be covered in educational initiatives or through incentives. 

The research suggested that further work was needed to explore factors 
underlying GPs' decision to record a diagnosis of dementia and enter it on 
a dementia register, as well as to understand why the mortality rates are 
higher during the first year after formal recording of a diagnosis. 

There are several examples in England where general practices have taken 
the initiative and sought to minimise the number of late dementia diagnoses. 
The approaches taken include: 

■ the provision of'in-reach' into care homes 

■ work with multi-disciplinary teams to make an initial assessment 

■ cognitive testing using standardised assessments (Kock and Iliffe, 

2009) 

The box below provides one such case example - the Gnossal Memory Clinic. 

Case study: Gnossal Memory Clinic 

With the assistance of the Alzheimer's Society Hearts and Brains Project, 
one general practice in Staffordshire has implemented a streamlined 
pathway for the assessment and care of dementia. The pathway 
essentially provides the assessment function of a memory clinic within 
primary care, so that patients have relatively faster and easier access to 
expert assessment (Koch and Illiffe 2009; Greening eta/ 2009). 

The aim of the Gnosall Memory Clinic is to facilitate the diagnosis of 
patients with suspected dementia in association with vascular disease. 

The centre has focused on people with vascular problems because these 
risk factors are the same as for Alzheimer's disease. The GP or practice 
nurse identifies patients who are beginning to experience problems 
with memory, concentration and other symptoms. Identification occurs 
either when patients present with concerns about their memory or other 
factors, or through routine screening of all patients with known potential 
vascular risk. Information is then captured during this appointment with 
the GP or nurse and is subsequently added to by a health visitor. The 
information gathered includes clinical status, previous history, family 
history, and details of functional and social needs. The health visitor is the 
link between the patient, the general practice and the memory clinic, and 
is a constant during the patient's journey. 
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A consultant in old-age psychiatry has been commissioned to provide one 
clinical session per month within Gnosall Memory Clinic. The consultant 
meets the patient and their carer at their home or at the general practice 
and makes a clinical assessment, using the information already captured 
by the GP, practice nurse and health visitor, supplementing this with 
cognitive tests and scans as necessary. The consultant is also available 
for discussion and advice over the telephone and via email. Those 
diagnosed are then referred to specialist teams to begin pharmacological 
or psychosocial therapies, and this information is shared with the general 
practice so that ongoing monitoring can be carried out there. 

Between June 2006 and May 2008, 30 out of 41 patients who were 
referred to the clinic were diagnosed with dementia. The contact rate 
at the Gnosall Memory Clinic represents three times that reported in 
hospital-based clinics. The clinic expedites diagnosis and also provides a 
'local, non-threatening and non-stigmatised' care environment (Greening 
eta/2009, p22). 


Measuring quality 

Currently, there is no widespread use of any tool seeking to examine the 
quality of dementia care within general practice. However, audit criteria 
have been developed by NICE/SCIE (2006b) for use by PCTs and social 
care providers as an audit tool on whether dementia guidance is being 
followed. The tool recommends using a sample of 100 people presenting 
with suspected or diagnosed dementia over a period of 12 months, utilising 
data extracted from patient health records. It suggests that audits should 
be repeated frequently, to assess progress towards compliance with the 
guidelines over time. The audit would be able to uncover the percentage of 
people suspected or diagnosed with dementia who receive care compliant 
with each criterion. 

Ten criteria are provided to represent high-quality care in the NICE/SCIE 
(2006b) tool, though none specify any particular responsible 'provider' - 
such as general practice. In brief, the criteria are: 

1. Percentage of people diagnosed with dementia where the health record 
shows criteria for meeting patient consent have been achieved. 

2. Percentage of carers who have been offered an assessment of needs. 

3. Percentage of carers whose assessment of needs has established 
experience of psychological distress and negative psychological impact 
and who have been offered psychological therapy, including cognitive 
behavioural therapy, by a specialist practitioner. 

4. Presence of jointly agreed, documented policies and procedures for 
dementia services, across local health and social care providers (shared 
care). 

5. Percentage of people with a possible diagnosis of dementia referred to 
memory assessment services. 

6. Percentage of people with dementia who are service users with a 
documented combined care plan, where there is evidence that: 
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- the care plan has been agreed and, as appropriate, reviewed at an 
agreed frequency, to take account of any changing needs for the 
person with dementia or their carers 

- there is a named health and/or social care worker assigned to operate 
the plan 

- the care plan has been endorsed by the person with dementia and/or 
their carer. 

7. Percentage of people with suspected dementia for whom structural 
imaging (computed tomography [CT] scanning or magnetic resonance 
imaging [MRI]) has been undertaken as part of assessment and 
diagnosis. 

8. Percentage of people with dementia who develop non-cognitive 
symptoms that cause significant distress to the individual, or who 
develop behaviour that challenges, including agitation, for whom their 
care plan demonstrates that a comprehensive assessment has been 
undertaken to establish the likely causes and influences that may 
generate, aggravate and improve the behaviour(s), covering: 

- physical health 

- depression 

- possible undetected pain or discomfort 

- side-effects of medication 

- individual biography, including beliefs, spiritual and cultural identity 

- psychosocial factors 

- physical environmental factors 

- specific behavioural and functional analysis conducted by trained 
professionals in conjunction with family carers and care workers. 

9. An individual care plan has been developed to help carers and staff to 
address the behaviour that challenges, and is documented in the notes. 

10. Dementia-care training is available for all staff working with older people 
in the health, social care and voluntary sectors, appropriate to their 
different roles and responsibilities. All health professionals within general 
practice, potentially including medical secretaries, to have the training 
and necessary skills to provide the best quality of care for their role in 
this setting. 

In terms of incentivising quality care in general practice, the QOF provides 
points for producing a register of patients with dementia, and for the 
percentage of patients who have received a review in the past 15 months. 
One of our interviewees described this as a 'good starting place' for drawing 
attention to dementia care in general practice, but others felt the QOF does 
not currently motivate GPs and nurses to provide the high-quality care 
described above. 

The potential impact of quality improvement 

The financial impact of dementia is considerable. The total annual economic 
burden of late-onset dementia for England has been variously estimated 
from £14.3 billion to £20 billion, which is more than stroke, heart disease 
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and cancer combined (Alzheimer's Society 2007; Comas-Herrera etal 2007; 
NAO 2007a; Alzheimer's Society 2010). Direct health and social care costs 
for dementia account for £1.17 billion and £2.13 billion respectively. The 
majority of the total financial burden of dementia falls on the families and 
carers of people with dementia in terms of lost employment, lower earnings 
and lost pension entitlements (Alzheimer's Society 2007; NAO 2007a). The 
national cost of dementia is estimated to rise to £50 billion within 30 years 
(Comas-Herrera etal 2007). 

Economic models show the potential financial benefits of commissioning 
services that deliver early diagnosis and intervention in dementia that 
prevent admission into care homes and so provide long-term cost savings 
(Banerjee and Wittenberg 2009). Early diagnosis and intervention has 
also been estimated to significantly increase quality of life, by diverting 
approximately 10 per cent of people with dementia out of care homes 
(Banerjee and Wittenberg 2009). 

There are thus clear benefits to dementia sufferers and their carers in 
ensuring people with dementia receive high-quality care in general practice, 
since it plays a pivotal role in early diagnosis, referral and ongoing holistic 
care. 
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5 Depression 


Depression was chosen as a condition to focus on for several reasons: 

■ It is highly prevalent in general practice. 

■ For many patients it is a long-term condition that follows a chronic or 
relapsing course. 

■ General practice is where most people with depression are treated - 
only 10 per cent are referred onto specialist services. 

■ There appears to be considerable scope for quality improvement. 

Depression is a highly common condition. In the most recent national 
psychiatric morbidity survey, 11.3 percent of adults in England met 
diagnostic criteria for a form of depressive disorder (McManus et al, 2008). 

An estimated 30 per cent of people attending primary care services have a 
mental heath component to their illness - most commonly, depression and/ 
or anxiety (Jenkins et al 2002). 

The lay term 'depression' refers to a number of distinct diagnoses. For the 
purposes of this study we focus on unipolar as opposed to bipolar or 'manic' 
depression. In terms of ICD-10 diagnoses, we include both 'depressive 
episode' and 'mixed anxiety and depressive disorder'. 

The severity of depression varies markedly. At its worst, it can have a 
profound effect on people's ability to lead normal lives. In terms of disability- 
adjusted life years, unipolar depression is responsible for more disability 
and suffering in high-income countries than any other health condition - 
accounting for 13 per cent of the total 'disease burden' among adults (WFIO 
2008). 

In addition to its effects on individuals' lives, depression imposes a heavy 
cost at the societal level. In the United Kingdom, depression and anxiety are 
estimated to cost the economy £17 billion each year through a combination 
of sickness absence, reduced productivity and increased staff turnover. The 
cost to the Exchequer is estimated at £9 billion per year as a result of lost tax 
receipts and benefits payments (Layard 2006). 

Depression is not evenly distributed across the population. Consistent 
positive associations have been found between mental ill health and various 
markers of social and economic adversity such as low education, low income, 
low social status, unemployment and poorer material circumstances (Melzer 
eta/ 2004). There is a two-fold variation in the prevalence of depression 
between the highest and lowest quintiles of household income (McManus et 
al 2009). 

Depression is strongly correlated with physical illness. People with depression 
are twice as likely to have a stroke, and four times as likely to have a heart 
attack or develop heart disease, as people who are not depressed- even 
when other risk factors, such as smoking, are controlled for (Flippisley-Cox et 
al 1998; Sederer etal 2006). 

Evidence suggests that for up to half of people who experience depression, 
the condition becomes a chronic or relapsing one. In a major international 
study, 50 per cent of people with depression still had depression one year 
later (Simon 2002). In a long-term follow-up study, 37 per cent of people 
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with depression and/or anxiety experienced chronic or relapsing illness 
lasting for at least a decade (Lloyd 1996). Other evidence suggests that at 
least 50 per cent of people who recover from a first episode of depression 
go on to experience another episode, and of those who have a second or 
third episode, 70 per cent and 90 per cent respectively have further relapses 
(Kupfer 1991). Outcomes are particularly poor for those who experience 
depression early in life (van Weel-Baumgarten 2005). 

Such evidence suggests there is a case for managing depression like a 
chronic disease (Scott 2006; Tylee and Walters 2007). 

However, while there is merit in discussing depression as a long-term 
condition, it should be borne in mind that depression has many features that 
make it different from physical long-term conditions such arthritis, diabetes 
or asthma. Most important among these is the observation that the status 
of depression as a medical 'condition' is highly contested. It is arguable that 
the term actually describes a highly heterogeneous set of experiences rather 
than a single condition. 

Ninety per cent of people with depression are managed solely in primary 
care. Furthermore, many of those referred to secondary care visit only once 
and then return to primary care. This indicates a need for high-quality care 
for depression to be provided within general practice. 

What does high-quality care look like? 

Three distinct dimensions to quality were identified in the literature 
reviewed: 

■ the interventions provided 

■ the organisational framework within which these are delivered 

■ the quality of relationships between the patient and professionals. 

This section describes the evidence relating to each of these dimensions. 


The overall framework for delivering high-quality care 

For people who experience depression over extended periods of time (either 
continually or in recurrent episodes), high-quality care involves being 
supported by a planned system of support rather than accessing care on an 
ad hoc basis. Reviews (Kates and Mach 2007; Gilbody etai 2003; Oxman et 
al 2005; Boardman and Walters 2009; Barbui and Tansella 2006; Katon and 
Seelig 2008) indicate a need for a systematic framework that combines the 
following elements: 

■ case management, with a single individual responsible for co¬ 
ordinating different components of care, monitoring the patient's 
condition and ensuring follow-up 

■ a structured care management plan, shared with the patient 

■ scheduled patient follow-up 

■ systematic identification of patients with depression- for example, 
using screening tools among high-risk groups 
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■ a multi-professional approach that involves a GP, specialists and a case 
manager 

■ the introduction of mechanisms to enable closer working between 
primary care and specialists 

■ patient education and support for self-management 

■ the development of patient registries. 

A number of care models based on chronic disease management principles 
have been used to provide such a framework. The approach with the 
strongest evidence base is the collaborative care model. This has achieved 
improved outcomes in the United States (Gilbody etal 2003; Katon and 
Seelig 2008) and the United Kingdom (Richards eta/ 2008). A review of 
effectiveness trials found that the model achieves two-fold increases in 
adherence to treatment, improvements in outcome lasting between two and 
five years, and higher patient satisfaction (Katon and Seelig 2008). 

The term 'collaborative care' has been applied to a number of slightly 
different models, but the most important elements appear to be case 
management, systematic follow-up and improved integration of primary and 
secondary care (Gilbody etal 2003). There are a number of questions around 
what shape case management should take. 

■ How much mental health expertise does the case manager need? 
Outcomes for depression may be best if case managers have mental 
health expertise (Bower et al 2006), but given the extent of co¬ 
morbidity it may be best if case managers are generalists (such as 
practice nurses) who can manage the patients physical health care as 
well as mental health care (Belnap et al 2006; Kilbourne et al 2004). 

■ How much supervision is required from specialists? Oxman et al 
(2005) suggest that case managers perform best where there is 
regular and systematic supervision by a specialist. 

■ What functions should case managers perform? The central task is 
to ensure that patients have adequate monitoring and follow-up, but 
in some cases the role has been extended to include delivering brief 
psychosocial therapies. 

The draft NICE guidelines currently recommend the use of the collaborative 
care model only for those patients with depression alongside other co- 
morbid physical long-term conditions (NICE 2009a, 2009b). One interviewee 
suggested that in practice this distinction may not be workable: 

Most of the people we see have got co-morbid problems... it's a false 
dichotomy, because you don't run two different services for people with 
depression with or without co-morbidity. 

Primary care psychiatrist 

It should be noted that some patients may find chronic disease management 
approaches overly intrusive, so these models may not be suitable for all. 
Similarly, while evidence suggests that systematic case finding may help 
identify people with depression who present to primary care with other, 
physical symptoms, screening tools (normally taking the form of a few 
short questions about emotional state) would need to be used tactfully and 
integrated with general consultation processes. 
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The interventions delivered 

NICE guidelines define high-quality care in terms of what interventions 
should be delivered to patients with depression. The guidelines describe a 
stepped care approach, with a range of interventions recommended at each 
step. The two most prominent forms of intervention are anti-depressant 
medication and psychological therapy - in particular cognitive behavioural 
therapy (CBT) and interpersonal therapy (IPT). For many patients, the 
evidence suggests that broadly equivalent outcomes can be achieved with 
medication or psychological therapy, and that the best outcomes can be 
achieved by allowing patients to choose their preferred form of treatment 
(Lin etal 2005). 

The evidence is there that if you give patients the opportunity to make 
a choice, that in itself is very empowering. One of the things about 
depression is that people feel out of control of their own lives... and by 
even offering them the choice of an intervention so that they begin to take 
a bit of control over their disorder, that in itself is therapeutic. 

GP and policy adviser 

Guidelines suggest that in addition to pharmaceutical and psychological 
interventions, social interventions should play a part in high-quality care. 
These may include exercise prescriptions, befriending, peer support or 
assistance with housing or employment issues. 

High-quality care should also involve the use of self-management 
approaches, in which the clinician's role is not limited to providing support 
or treatment but also includes giving patients the skills and confidence 
to support themselves and manage their condition (Bachman etal 2006; 
Boardman and Walters 2009; Callahan 2001). The aim of such approaches 
should be to empower, educate and motivate patients, and not a simple 
sub-letting of care from the professional to the individual. This is particularly 
important in the case of depression, where disempowerment, passivity and 
learned helplessness can play a powerful and pernicious role in the life- 
course of the condition. 


Relational aspects of high quality 

In addition to providing effective interventions within a planned, supportive 
framework, high quality requires that attention is paid to the manner in which 
care is delivered - to what might be termed 'relational' aspects of quality. 

High-quality care involves sensitivity towards the patient's perception 
of the cause and nature of the problem (including whether or not they 
conceptualise it as 'depression'), and their preferences about what the focus 
of intervention should be - whether ameliorating symptoms, increasing 
functional ability or resolving social or cultural difficulties (Dowrick 2009; 
Gilmore and Hargie 2000). Professionals and patients need to be able to 
construct a shared understanding about the diagnosis and treatment plan 
(Boardman and Walters 2009; Johnston etal 2007). 

This requires health professionals to have good communication skills, 
and to structure their work in a way that allows them to deploy these 
skills. Research suggests that even patients receiving evidence-based 
treatment achieve better outcomes when those who treat them have good 
communication skills (van Weel-Baumgarten 2005). 
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The mental health literature stresses the importance of adopting a strength- 
based approach, which sees the purpose of mental health care not solely in 
terms of giving treatment but also in terms of enabling recovery - recovery 
being the process of building a life beyond illness (Boardman and Walters 
2009). Tools are available to assist with this, such as Wellbeing and Recovery 
Action Planning (WRAP). Professionals involved in delivering care for people 
with depression need to be able to conceptualise their role as an enabling 
one, facilitating an individually defined process of recovery, and need the 
skills to do this effectively. 

A further aspect of high-quality care for depression is relational continuity. 
The importance of continuity varies from one patient to the next, but for 
many the continued presence of one or more professionals throughout their 
experience is highly important. 

What is the role of general practice? 

General practice is often considered a gatekeeper to mental health services, 
but for people with depression of mild to moderate severity it is a service 
provider itself - indeed it is the only service that many will access. First and 
foremost, GPs need to accept that dealing with depression is a core part of 
their role and feel confident about doing this. The scope of this role needs 
to go beyond diagnosis, prescription and referral to include elements of the 
following: 

■ providing information and advice to allow the patient to understand 
and manage their condition 

■ signposting to different sources of support available, including those 
outside the NHS 

■ co-ordinating the support provided by different individuals, acting as a 
relationship broker 

■ providing relational continuity. 

Some of these roles may be taken on by other staff within general practice 
rather than GPs themselves. Practice nurses, in particular, have an important 
role to play. 

For those patients who need it, general practice needs to be able to provide 
continuing, organised support through a collaborative care model or similar. 
With training, practice nurses could act as case managers, and a range of 
other individuals could be brought in to provide interventions of varying 
intensities. When a referral is made to secondary care, ideally there would 
be an ongoing role for professionals in primary care rather than a complete 
transfer of clinical responsibility. 

GPs cannot be expected to be experts in non-health issues such as housing 
or employment, but there is scope for GPs to signpost to relevant sources 
of support that are outside the health system but yet intimately related to a 
person's experience of depression: 

We need to be sophisticated enough to deal with the individual who has 
several sorts of problems rather than making the patient fit into our 
bureaucratic silos - employment over there and debt over there - we need 
to do more about joining up our services. 

GP and policy adviser 
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The current quality of care in general practice 

The Royal College of General Practitioners acknowledges that while 
arrangements for treating acute mental illness are relatively well-developed, 
'there is a lack of clarity about who should lead on the care of those with 
chronic, complex and disabling non-psychotic problems', such as depression 
(RCGP 2009). There is a perception that patients who experience depression 
over extended periods of time but who do not warrant referral to specialist 
services often fall through the gap between primary and secondary care. 
Research indicates that GPs feel less confident about managing patients with 
depression than they do managing those with physical long-term conditions 
(Ford 2006). 

There is also evidence of under-treatment - in the 2007 national psychiatric 
morbidity survey, only 23 per cent of people meeting diagnostic criteria for a 
depressive episode, or mixed anxiety and depression, had received any form 
of treatment for this (McManus eta/ 2009). It is not clear how much of this 
relates to GPs' failure to diagnose versus patients not seeking help. 

In primary care, the treatment provided most commonly for depression is 
anti-depressant medication. Surveys repeatedly demonstrate that many 
patients would prefer psychological therapy to anti-depressants, but access 
to this is often extremely limited: 

Most GPs will see somebody and dish out some anti-depressants, and 
occasionally somebody will have the courage to ask for counselling and 
they might access it. And the follow-up would be pretty minimal. 

GPSI in mental health 

This situation is being addressed through the Improving Access to 
Psychological Therapies (IAPT) programme launched in 2007. Through this 
programme several thousand new therapists are being trained, and service 
structures are being created across the country. IAPT services will deliver 
time-limited CBT for up to 16 weeks, within a stepped care framework. Once 
the treatment period has been completed, responsibility for patients will 
usually be transferred back to primary care. IAPT will improve the quality of 
care in general practice for some people with depression, but will not be the 
answer for those for whom CBT does not lead to remission, and who need 
structured support over a longer period of time. 

There has been very little adoption of chronic disease management 
approaches towards depression, and for most patients there is little 
systematic follow-up: 

The natural history of depression care at the moment, people with chronic 
depression, they're going in and out of care, often with great big gaps in 
between, and turning up when things are bad, rather than having more 
planned regular systematic follow-up for their care in the way that the 
diabetic or an asthmatic would. 

GP and academic researcher 

Our expert interviewees suggested that often GPs already possess many of 
the right skills to provide high-quality care for people with depression but in 
some cases lack the confidence to do so. One concern is that clinical training 
may not adequately prepare GPs for dealing with mental health issues in 
primary care because psychiatric experience in specialist services is so 
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different from the sorts of mental health problems encountered in general 
practice. Several suggested that GPs often feared that becoming more 
involved with patients' mental health issues would be like 'opening a can 
of worms'. There may also be attitudinal barriers regarding the nature and 
treatability of depression: 

We've done quite a bit of research on this, and I think there is still a lack of 
belief in depression as a disorder amongst quite a lot of GPs. They see it as 
a direct result of social malaise, and they say 'We can't do anything about 
social malaise.'... GPs actually have a very social model of mental health 
problems, which in some ways is quite a positive thing, but in other ways it's 
quite nihilistic because it means 'There's nothing I can do.' 

Primary care psychiatrist 

Measuring quality 

Developing quality measures within mental health is notoriously difficult 
(Sharp 2003). However, it is possible to identify a mixture of structural, 
process and outcome measures relating to the three dimensions of quality 
discussed above, as set out in Table 2. 


Table 2: Potential quality measures in mental health care 



Structure 

Process 

Outcome 

Organisational 

framework for 

care 

Provision of case 

management 

Existence of practice 

registries for depression 

Organisation of scheduled 

follow-up appointments 

Creation of a written care 

plan, shared with the 

patient 


Interventions 

delivered 

Accessibility of 

psychological therapy 

Compliance with NICE 

guidelines 

Ability to choose 

between evidence-based 

interventions 

Provision of self¬ 
management tools 

Clinical improvement 

Social inclusion 

Quality of life 

Relational 

aspects of 

quality 


Measures of continuity 

Use of WRAP plans 

Measures of therapeutic 

alliance 

PROMs 

Patient satisfaction 

Measures of patient self- 

efficacy 


It should be noted that the IAPT programme will provide a new source of data 
on access to treatment and outcomes, including broader outcome measures 
relating to social inclusion and return to employment. 

The potential impact of quality improvements 

There is a significant potential to improve the quality of care provided in 
general practice for people with depression. A key lesson is that there needs 
to be structural change to the way services are delivered: clinician education 
and training alone is not sufficient to deliver lasting improvement (Gilbody 
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eta/ 2003). However, organisational change will need to be coupled with 
cultural change - tackling attitudes regarding what depression is, and whose 
role it is to deal with it. 

As described above, there are a number of efficacious models for improving 
the quality of care for depression. However, several barriers will need to be 
overcome if these approaches are to have a significant impact in practice. 

■ Cost-effectiveness This may be a barrier to implementation of the 
collaborative care model (Oxman et at 2005). Current evidence 
suggests the model may be cost-effective for major depression but not 
for milder cases (Gilbody et al 2003, 2006). A potential solution would 
be to embed collaborative care within a stepped care model, reserving 
full support only for patients who want and/or need it. 

■ Professional relations Models such as collaborative care work best 
when built on pre-existing clinical relationships (Kisely and Campbell 
2007), and when there are already good relationships between 
primary and secondary care (Gilbody et al 2003). In many parts of the 
NHS, these relationships are not as close as in the US managed-care 
organisations within which these models were developed. GPs may not 
feel confident enough to accept more responsibility for depression care 
without the specialist supervision and support that the collaborative 
care model suggests is required. 

■ Stigma Stigma and taboos surrounding mental health issues may 
mean that community support that exists for physical long-term 
conditions may not be present in the case of depression (Croghan et al 
2006). 

If these barriers are not addressed, they may act to reduce the impact of the 
changes proposed. 
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6 Diabetes 


Diabetes (diabetes mellitus) is group of chronic and progressive disorders 
characterised by elevated blood glucose. Raised blood glucose occurs 
either when a person cannot produce insulin and/or cannot respond to it 
(Department of Health 2002). There are different types of diabetes, including 
the most commonly occurring types, on which this chapter focuses: type 1 
and type 2. 

■ Type 1 diabetes is non-preventable, and develops if the body is no 
longer able to produce insulin (Department of Health 2002). Blood 
glucose builds up in the body and is passed out of the body in urine, 
causing increased thirst, tiredness and blurred vision. Type 1 diabetes 
develops most frequently in children, young people and young adults 
(Diabetes UK 2010). It is less common than type 2 diabetes, and 
makes up 5-15 per cent of total diabetes cases in England. The 
prevalence of type 1 diabetes is increasing in all age groups, but 
particularly among children under five (Gardner et al 1997). Treatment 
is based on daily injections of insulin and modification of diet and 
lifestyle to ensure that blood glucose levels are maintained at a 
'normal' level. 

■ Type 2 diabetes develops if insulin-producing cells are not able to 
produce enough for the body's needs. Most people with type 2 are also 
resistant to insulin, or do not respond to insulin produced in the body 
(Department of Health 2002). Excess body fat is thought to be one 
risk factor for developing diabetes, as this causes cells to become less 
responsive to insulin. 

Between 85 and 95 per cent people with diabetes have type 2. It usually 
occurs among people over 40 years of age, although it can occur after the 
age of 25 among South Asian and African-Caribbean people (Diabetes UK 
2010). Treatment is based on lifestyle changes, such as losing weight, 
increasing levels of physical activity and modifying one's diet. Type 2 
deteriorates over time which means that diet and exercise alone may become 
ineffective, in which case medication is prescribed to help the body break 
down glucose. 

Diabetes is associated with other health problems in the long term (YHPHO 
2008) including: 

■ cardiovascular diseases, such as heart disease or stroke 

■ retinopathy 

■ nephropathy 

■ neuropathy 

■ circulation problems 

■ depression. 

The risk of developing physical health complications can be reduced by 
controlling blood glucose and cholesterol levels, being physically active 
and attending regular medical examinations and screenings. This requires 
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people to carry out a degree of self-management and requires health care 
professionals to ensure the condition is monitored. 

In 2008, the Yorkshire and Humber Public Health Observatory (YHPHO) 
estimated that more than 2.4 million people in England had diabetes (either 
diagnosed or undiagnosed) (YHPHO 2008). The rate of diabetes will continue 
to rise, due to the rising rate of obesity and the ageing population. The 
YHPHO forecasts that by 2025 the number will have risen to more than 3.6 
million (about 6.5 per cent of the population). 

Diabetes is more likely to occur in areas experiencing greater levels of 
deprivation. The rate of diabetes complications is 3.5 times higher among 
people in social class V compared with those in social class I. People in 
deprived communities are more likely to be overweight or obese and 
physically inactive. Also, there is a strong association between deprivation 
and poorer blood glucose control, worse access to services, and referral bias. 
More men develop diabetes than women. However, diabetic women appear 
to be at relatively higher risk of dying than diabetic men (Department of 
Health 2007b). 

People of South Asian and African-Caribbean descent in England are six and 
three times more likely (respectively) to have type 2 diabetes (Department 
of Health 2007b). Diabetes is also more common among people of Chinese 
descent and other non-Caucasian groups. Susceptibility to cardiovascular 
disease and retinopathy and the risk of mortality from diabetes is higher 
among black and minority ethnic groups (Department of Health 2007b). 

People aged between 20 and 79 years who have diabetes are twice as likely 
to die as people without the condition. Among people with diabetes, the 
hazard ratios of dying are higher for those under 60 years of age, and the 
hazard ratios are higher for women than for men in all age groups (YHPHO 
2008). 

The impact of diabetes on the health care system is substantial. The total 
NHS expenditure on the diabetes care programme in 2006/7 was £1,043 
million. Over half of this was accounted for by prescribing costs (YHPHO 
2008). Diabetics are twice as likely to be admitted to hospital as others, 
and it is estimated that prolonged hospital stays among diabetics result in 
approximately 80,000 bed days per year (Sampson eta/ 2007). In 1998, 
nearly 6 million working days were lost due to diabetes in England and Wales. 
This would have cost £256 million in lost productivity (YHPHO 2008). 

What does high-quality care look like? 

For people who have been diagnosed with diabetes, there are a range of 
best-practice guidelines, an NSF and core standards of care written into the 
QOF payment system. The NSF for diabetes details an approach to improve 
service quality and reduce variations in care by setting national standards 
for diabetes care, ranging from prevention (of type 2) to the detection or 
management of long-term complications (Department of Health 2003 - see 
the box below/overleaf). 

The NSF includes milestones, set to ensure that all people with diabetes are 
identified on an up-to-date register and offered annual retinal screening, 
and that a system of regular follow-up was followed to ensure that diabetic 
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patients were given the appropriate information, education and advice to 
help them support self-care. 

NSF for diabetes: core standards 

Standard 1: Prevention of type 2 diabetes 

Standard 2: Identification of people with diabetes 

Standard 3: Empowering people with diabetes 

Standard 4: Clinical care of adults with diabetes 

Standards 5 and 6: Clinical care of children and young people with 
diabetes 

Standard 7: Management of diabetic emergencies 

Standard 8: Care of people with diabetes during admission to hospital 

Standard 9: Diabetes and pregnancy 

Standards 10, 11 and 12: Detection and management of long-term 
complications 

Source: Department of Health (2003) 


NICE published best-practice guidance for type 1 diabetes in 2004 and 
updated it in 2010 (NICE 2004, 2010). The guidance set key priorities for 
treating type 1 diabetes for children and young people including: 

■ patient education 

■ prevention of diabetic ketoacidosis 

■ screening for complications and associated symptoms 

■ psychosocial support. 

The guidance also set key priorities for treating type 1 diabetes in adults, 
including: 

■ education - for example, the Dose Adjustment for Normal Eating 
(DAfNE) course 

■ control of blood glucose and arterial risk factors 

■ dealing with late complications. 

NICE provided best-practice guidelines for type 2 diabetes in 2008 (NICE 
2008c). The guidance makes more than 100 recommendations for the 
different aspects of managing the condition. Among others, these included: 

■ education - for example, the Diabetes Education and Self Management 
for Ongoing and Newly Diagnosed (DESMOND) course 

■ dietary advice 

■ managing depression 

■ setting targets with the patient 

■ clinical and self-monitoring 

■ oral medication and insulin prescription 
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■ blood-pressure reduction targets 

■ monitoring cardiovascular risk, kidney, eye and nerve damage. 

Common to both sets of guidance was the need for care and treatment 
to be delivered through a multidisciplinary team approach. This has been 
re-emphasised in guidance on the commissioning of diabetes services - 
the Diabetes Commissioning Toolkit (Department of Health 2006a) - and 
the policy Making Every Young Person and Child with Diabetes Matter 
(Department of Health 2007a). 

Further articulation of the shared care model of service provision was 
developed in the Year of Care initiative, established by the Department 
of Health and Diabetes UK. The Year of Care sets out a pathway that aims 
to make consultation between people with diabetes (and other long-term 
conditions) and clinicians a more collaborative process, through personalised 
care planning and co-ordination. These care plans are intended to give the 
individual greater ownership of the management of diabetes through joint 
decision-making with health care professionals, in a way that makes it more 
relevant to their needs. 

The experts interviewed as part of the Inquiry commonly reported that the 
Year of Care approach to diabetes management was approaching what best 
practice should look like, since it emphasised the roles that generalists and 
specialists alike should play in a person's ongoing care. They emphasised 
how awareness of options, training and advice about diabetes management 
should be available to staff who provide health care services. This was 
particularly necessary for staff working out of hours, where a lack of care 
continuity and experience might increase the likelihood that people with 
diabetes will be admitted to hospital when crises occur. 

The need for effective care planning was another strong theme to emerge 
from the expert interviews - particularly where individuals had other 
complex care needs: 

What we're talking about is a discussion between the health care 
professional and the patient about what's important to both types. So, 
actually, if the doctor's main thing is to get the patient to stop smoking but 
the patient's main problem is they're about to be evicted from their home, 
they're not going to listen to the 'give up smoking'advice. So you've got to 
have a discussion about what are the goals. 

Representative of national diabetes charity 

A diagrammatical representation of the components of the care planning 
process has been developed for people with diabetes, and is reproduced as 
Figure 2, below. 
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Figure 2 The components of care planning for people with diabetes 
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Source: Diabetes UK eta/ (2008, p 19). 

Another key theme emerging from our interviews with experts was the 
expectation that in high-quality care, the patient would be supported to 
take responsibility for the self-management of their condition as set out in 
their care plan - for example, in terms of their ability to self-monitor and 
manage their blood glucose levels, weight and medication. The participants 
considered that providing information and support tools to enable patients 
to self-care was an important pre-requisite to achieve this, and reported that 
such information was already well advanced and available - for example, 
through access to the DAFNE and DESMOND courses. 

As with other long-term conditions, expert informants argued that effective 
care for people with diabetes requires a long-term relationship between the 
individual and a range of health care professionals - not just those working 
in general practice. They regarded regular, streamlined contact between the 
individual and the health care team as being important for those with needs 
requiring multi-disciplinary care. 

What is the role of general practice? 

It was clear from the best-practice guidance and the expert interviews 
that general practice plays a pivotal and significant contribution to the 
effective management of diabetes, but that the nature and extent of their 
role and contribution in partnership with other care providers was less well 
articulated. At one level, a key role for general practice was seen as providing 
health promotional support to patients in order to help prevent the onset of 
diabetes. This took the form of providing advice and support to those with 
high risk factors, such as people who were overweight/obese and those 
with a family history of diabetes. Based on such assessments, the GP could 
consider referring patients for screening - for example, to examine impaired 
glucose tolerance - and could then follow this up with an appropriate 
intervention, such as lifestyle changes or medication (Gillies eta/ 2008). 

As the report to the Inquiry by Boyce eta/ (2010) suggests, general practice 
cannot of itself deliver interventions that prevent the onset of conditions 
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such as diabetes, but they are well placed to at least provide information 
to encourage positive lifestyle changes, or to refer at-risk patients to 
appropriate support services. 

The best-practice guidance, literature evidence and expert interviews 
suggest that the role of general practice should encompass the following key 
tasks. 

■ Awareness of risk factors and symptoms General practice 
professionals play the key role in recognising the symptoms of 
diabetes in patients and making an appropriate diagnosis. 

■ Prompt and appropriate referral For example, in cases where 
symptoms of type 1 diabetes are suspected in children and young 
people, GPs must make an immediate (same-day) referral to a 
multidisciplinary paediatric diabetes care team. The team can then 
confirm the diagnosis and begin immediate care. 

■ Holistic assessment The general practice team, in partnership 
with specialists, should be responsible for carrying out an holistic 
assessment of the patient, taking into consideration factors such 
as social support and employment (if applicable) as well as medical 
risks and needs. The assessment should be multi-disciplinary so that 
professionals and patients are aware of any co-morbidities and so can 
make referrals for further investigation and treatment if necessary. 

The GP can prescribe the relevant medication and be aware of any 
other medication prescribed to the patient by other health care 
professionals. 

■ Information and advice The GP must relay his or her diagnosis 
to patients honestly and clearly, so that they understand what 
diabetes means and how it will be managed. It may be appropriate 
to provide high-quality, individualised information about diabetes and 
healthy lifestyle changes, or to explain how the patient can access it 
themselves. In addition, the GP can make a referral for the patient to 
attend an education course such as DAFNE or DESMOND. 

■ Personalised care planning The care plan should ideally be a 
product of a supportive discussion between the professional and 
the patient about the goals for controlling diabetes and any related 
complications and healthy lifestyle changes. The professional has to 
consider what is realistic and achievable when discussing the care plan 
and should be willing to listen to the patient's point of view. 

■ Ongoing monitoring and follow-up Typically undertaken within 
general practice by nurse specialists or health care assistants, 
practices need to ensure that regular checks are made of the patient's 
blood glucose, blood pressure, cholesterol, weight, albumin level, 
creatinine level and foot care. They should ensure that the patient is 
referred for retinal screening and should encourage them to keep their 
appointments by emphasising their importance. 

■ Emotional well-being NICE guidance suggests that professionals 
working in general practice are responsible for the emotional well¬ 
being of patients as well as their physical health, and so should be 
alert to the development or presence of depression and/or anxiety 


51 The King's Fund 2010 






GP Inquiry Paper 


- particularly where this is impeding the individual's ability to self- 
manage. 

■ Multi-disciplinary working The needs of diabetes patients appear to 
be better met when staff in general practice work with specialists and 
other care providers in multi-disciplinary teams - particularly during 
the process of assessment and care planning. Good communication, 
open dialogue and shared information about patients between care 
providers also appears to help in providing patients with a better and 
more streamlined experience across the care pathway. 

The current quality of care in general practice 

Our review of the literature and interviews with experts suggests that some 
aspects of diabetes management have improved recently in general practice. 
The introduction of the NSF, NICE guidance and the QOF all supporting 
this improvement in care standards. Flowever, the quality of care remains 
variable across England, and rarely meets all the aims of the 12 NSF 
standards and NICE best-practice guidance. 

The proportion of people receiving all care processes has increased 
substantially over the past few years, yet for 2008/9 it was estimated that 
just 51 per cent of people with type 2 diabetes and 32 per cent of those 
with type 1 diabetes received all NICE-recommended care processes. 

This implies that 49 per cent and 68 per cent (respectively) did not (NFIS 
Information Centre 2010). Meanwhile, compared to the Department of 
Flealth's NSF target of 100 per cent of diabetic people being offered an eye 
test for retinopathy by the end of 2007, in 2007/8 only approximately 65 
percent had received it (NFIS Information Centre 2008). Similarly, where 
care processes are being carried out, there is variation in terms of type 1 
versus type 2 (NFIS Information Centre 2008, 2010), and there appears to be 
variation in terms of ethnicity (Soljak eta/ 2007; Gray eta/ 2007). 

Generally, however, standards have improved. There has been an increase in 
recording of people with diagnosed diabetes in England since 2005 (YFIPFIO 
2008), although an estimated 14 per cent of the total number of diabetics in 
the England remain undiagnosed. The expert informants provided anecdotal 
evidence that many GPs do not have enough experience of children and 
young people with type 1 diabetes to recognise symptoms in order to ensure 
an early diagnosis. 

In terms of monitoring the physical health of people with diabetes 
and ensuring care processes are carried out, there have been some 
improvements in the quality of diabetes care, but these do not apply to 
all people. Studies have revealed inequalities in the recording of diabetes 
at general practices. For example, a short time after QOF was introduced, 
analysis of records from 237 general practices in England, Scotland and 
Wales showed that patients living in more deprived areas were less likely to 
have HbAlc, body mass index and smoking status recorded (Hippisley-Cox et 
at 2004). 

As we have seen, many of the processes for the management of diabetes 
have been written into the QOF. The evidence from the QOF database shows 
that practice improved quickly in meeting the quality of care targets for 
people with diabetes in general practice - particularly those in more deprived 
localities whose performance was weakest (Campbell et at 2007; Tahrani 
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eta/ 2008). This analysis was extended to include performance data and 
examine a time-series effect between 1998 and 2007. This showed that the 
quality of care for diabetes had been increasing pre-QOF and then increased 
significantly following its introduction. However, the accelerated rate of 
improvement was not sustained after 2005, when it reduced to the pre-QOF 
rate (Campbell et at 2009). 

The lack of initiation and implementation of care plans in general practice 
was a major issue for concern among the experts we interviewed, and the 
evidence suggests that this would be a significant area for improvement. 

They reported a view that professionals in general practice are not always 
able to develop care plans in partnership with patients or to provide the 
encouragement and motivation needed to ensure goals are met. In part, they 
saw this as being due to a reluctance among GPs and nurses to ask questions 
about why patients have not been able to meet certain goals or how the 
patient is feeling, because they are reluctant about 'opening a can of worms'. 

In such cases, GPs and nurses could benefit from training in motivational 
interviewing skills, as highlighted in the report to the Inquiry by Greenhalgh 
and Heath (2010): 

Logic alone suggests to me that if somebody has diabetes and they're 
having to look after themselves 97 per cent of the time, and they only 
need a health care professional 3 percent of the time, they actually 
are much more an expert on their own care than the person they are 
consulting. So logic would suggest that the health care professional 
needs to be able to listen to what's important to that person. And... what's 
important to them changes all the time. So the concept behind the care 
planning approach, which is collaborative and partnerships and equal and 
informed, to me makes an enormous amount of logical sense. And those 
cultural skills, I believe, are not necessarily engrained in every GP or 
practice nurse. 

NHS Diabetes stakeholder 

The written evidence seems to support a lower-than-optimal level of care 
planning with diabetes patients. For example, a Diabetes UK survey of 
PCTs in 2007 showed that only 67 per cent required a care plan to be made 
(Diabetes UK 2008). Similarly, a review of health care services by the 
Healthcare Commission (2007) showed substantial variation in care planning 
across PCTs in England. The proportion of people with diabetes who reported 
having discussed their care plans and agreed self-care goals ranged from a 
low of 23 per cent to a high of 58 per cent. 

Another strong theme to emerge from the research evidence is the need 
to share good information between professionals, in order to help them 
understand and respond to a patient's needs. It was felt that there were 
sometimes barriers to GPs and nurses accessing the information they need in 
sufficient time to provide this to patients, and that there are no easy methods 
for sharing information between general practice and specialist teams. This 
lack of integration means GPs and nurses cannot easily ask for advice about 
diabetes management or find out about medication prescribed to the patient 
by other teams. 

Experts were also concerned about patients' access to high-quality 
information about diabetes and its management. For example, evidence 
from a Diabetes UK survey suggests that 23 per cent of its members (from 
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13,276 respondents) felt that improved access to information would improve 
their diabetes care (Diabetes UK 2009). An expert from the same charity, 
interviewed in this study, reported that patients often do not recall being 
given information by their GP or practice nurse. Therefore even if information 
has been given verbally or in written format, people do not necessarily retain 
it. People with diabetes need information to support them in making changes 
to their lifestyle and diets. 

Measuring quality 

Relative to other long-term conditions, there is a robust set of guidelines for 
best practice in the management of diabetes, and a number of best-practice 
measures and indicators that are collected to monitor and manage quality. 
However, the evidence shows these have not necessarily been successful in 
ensuring that people with diabetes receive high-quality and equal care for 
every component of their care needs, indicating the need for improvement in 
the quality of diabetes care management in general practice and in the multi¬ 
disciplinary care teams it should be working with. 

Despite QOF leading to generally improved results in terms of diabetes 
care, the experts interviewed were in agreement that QOF had been more 
beneficial for'putting diabetes on the map' than in making a step change 
towards better care management overall: 

QOF isn't perfect, but it's changed the way diabetes care is managed in 
primary care... I think things are being done which weren't being done 
before it was there... a financial reward is the thing that works best, 
unfortunately. 

Representative of national diabetes charity 

However, the QOF quality indicators do not entirely reflect the combined 
picture of high-quality care provided in best-practice guidance. This suggests 
that the scope of QOF is not broad and flexible enough to incentivise key 
elements of best practice in general practice, including: 

■ the encouragement of type 2 diabetes prevention by addressing 
obesity and sedentary lifestyles 

■ the encouragement of achieving individual targets for HbAlc (which 
may be above the general target of 6.5 per cent set for people with 
type 2 diabetes) 

■ the provision of holistic care of the patient with diabetes 

■ the encouragement and facilitation of self-management 

■ the ability to work with other care providers in multi-disciplinary 
teams. 

The potential impact of quality improvements 

Efforts to improve the quality of care in the areas mentioned above are 
potentially beneficial to the health care system, the economy and individuals. 
Although robust cost-effectiveness data from long-term studies on diabetes 
care are lacking within a UK context (Simmons etal 2010), there is 
consensus that preventative measures in primary care (such as impaired 
glucose tolerance screening and medication or motivational interviewing) 
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have the potential to reduce the risk of diabetes in the community, and 
appear to be cost-effective (Gillies et al 2008; Greaves et at 2008; Waugh et 
al 2007). 
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7 Managing people with multiple long-term 
conditions 


So far, this report has discussed high-quality care for people with a single 
long-term condition. However, a substantial proportion of people with long¬ 
term conditions experience co- or multi-morbidity - the presence of two or 
more conditions simultaneously. Indeed, research evidence suggests this 
is more often the rule than the exception. One study of patients attending 
general practice in Canada found that 69 per cent of 18-44 year olds, 93 per 
cent of 45-64 year olds and 98 per cent of those aged 65 and over had two 
or more long-term conditions (Fortin etal 2005a). As well as increasing with 
age, there is evidence that multi-morbidity is more prevalent among minority 
ethnic groups and groups with lower socioeconomic status (Ogle eta/ 2000). 

A particularly common form of multi-morbidity is the existence of mental 
health problems such as anxiety or depression, or neurological problems 
such as dementia, alongside physical health problems such as diabetes, 
arthritis or cardiovascular disease (Chapman etal 2005; Evans etal 2005; 
McVeigh etal 2006; Roy-Byrne etal 2008). For some conditions, the 
association between mental and physical health is very strong. For example, 
in the United Kingdom depression has been associated with a fourfold 
increase in the risk of heart disease, even when other risk factors such as 
smoking are controlled for (Hippisley-Cox eta/1998; Osborn etal 2007). 

Co-morbidities are also common between physical long-term conditions. For 
example, people with arthritis are twice as likely to suffer from obesity or 
heart disease as people in the general population, even after adjusting for 
age, sex and class (Kadam et at 2004). Similarly, people with diabetes are at 
increased risk of stroke (Mulnier etal 2006). 

The impact of multi-morbidity is profound and multi-faceted. Patients with 
several long-term conditions have poorer quality of life, poorer clinical 
outcomes, longer hospital stays and more post-operative complications, 
and are more costly to health services (Fortin et at 2007). For example, 
diabetic people with co-morbidities show poorer adherence to treatment, 
more complications, and increased use of medical care relative to people with 
diabetes alone (Chapman et al 2005; Evans et al 2005; McVeigh etal 2006; 
Strujis et al 2006). There is evidence that the degree of multi-morbidity can 
be a greater determinant of a patient's use of health service resources than 
their diagnosis (Starfield etal 2003). 

What does high-quality care look like? 

There is little direct evidence demonstrating what would represent high- 
quality care for people with multiple long-term conditions - not least, 
because most research trials specifically exclude people with multi¬ 
morbidities. What research has been done on multi-morbidities is mainly 
epidemiological work looking at the prevalence and distribution of multi¬ 
morbidity rather than interventionist work testing ways of providing care for 
these people (Fortin et al 2005b). Furthermore, clinical practice guidelines 
generally have a single-disease focus, and fail to discuss the applicability of 
their recommendations to people with multiple conditions (Boyd et al 2005). 
They are therefore of limited use for describing high-quality care for such 
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people. An exception to this is the new NICE guidelines for the management 
of depression in people with chronic physical health problems (NICE 2009b), 
described in the following paragraph. 

What evidence does exist suggests that a patient-centred approach that 
addresses a person's various needs in an integrated way leads to better- 
quality care. For example, collaborative care models that integrate mental 
health and primary care lead to better depression outcomes for people with 
medical co-morbidities (Narasimhan et at 2008). The draft NICE guidelines 
for the management of depression in people with chronic physical health 
problems (NICE 2009b) recommend that collaborative care models are used 
for more severe cases of depression, with case management, systematic 
follow-up, close collaboration between primary and secondary care, and co¬ 
ordination of mental and physical health care. 

A promising model of care developed specifically for people with multiple 
conditions is the guided care model (Aliotta etal 2008). This is essentially 
an extension of the collaborative care model, with particularly intensive case 
management, featuring an emphasis on: 

■ self-management and carer support, comprising several hours of 
training for patient and carer alike, focusing on managing multi¬ 
morbidity 

■ home-based assessment of patient 

■ transitional care, comprising close, structured support through 
transitions in care (for example, after discharge from hospital) 

■ care managers trained in motivational interviewing 

■ predictive modelling, to identify multi-morbid patients. 

Early evidence suggests that guided care can improve the quality of health 
care for people with multiple long-term conditions, although this evidence 
is US based, and relates mainly to older people (Boult eta/ 2008; Boyd eta/ 
2008). 

Several studies explore what people with multiple conditions want from their 
health care. Continuity of care appears to be particularly important, both in 
terms of relational and management continuity (Cowie eta/ 2009). Indeed, 
the value that patients place on continuity increases with the number of co¬ 
morbidities (Nutting eta/ 2003). 

A key area of concern is around potential adverse interactions between 
medications prescribed for different conditions. Qualitative evidence 
suggests that these can have a significant impact on people's lives (Noel et a/ 
2005). The NICE guidelines state that prescribers should be vigilant for such 
interactions (NICE 2009b). 

Self-management approaches are also important, with evidence indicating 
that willingness to learn such approaches is higher among people with 
multiple conditions than among those with a single condition (Noel eta/ 
2007). In particular, people with multiple conditions express the need for 
approaches that enable them to manage their medications, cope with stress, 
manage pain, and change their diet and lifestyle (Noel etal 2005). Our 
expert interviewees stressed that this support should go beyond providing 
written information, and should aim to genuinely empower patients: 


57 The King's Fund 2010 






GP Inquiry Paper 


There are two radically different versions of self-care. The first, which is 
most commonly used in medicine (general practice in particular) is getting 
patients to do stuff that doctors haven't got the time or energy [to do], 
or can't be bothered to do themselves. So it's a sort of a sub-letting of 
care from the professional to the patient... [The second] is about a view of 
patients as people who can organise and lead their lives and sort things 
out. 

GP and academic researcher 

There may be some scope to exploit synergies by identifying interventions 
of mutual benefit for several conditions. For example, dietary change and 
exercise prescription is recommended for treatment of depression (NICE 
2009a, 2009b) and can also be expected to help in the management of some 
physical long-term conditions. 

Multi-morbidity also poses a challenge to methods used for case finding. 
Chronic disease management approaches that identify patients on the basis 
of the severity of a single condition may miss multi-morbid patients who 
would stand to benefit greatly from improved co-ordination of care (Starfield 
eta/2003). 

What is the role of general practice? 

The various challenges posed by multi-morbidity underline the importance 
of generalists in the health care system, and suggest that there is a need for 
changing the role of general practice to develop new ways for primary and 
secondary care can work together more closely (Starfield etat 2003). 

Our expert interviewees agreed that there is an important role for general 
practice in supporting people with multiple long-term conditions rather than 
transferring clinical responsibility to specialist teams. Flowever, as many of 
these patients are likely to need specialist input at least some of the time, the 
interface between general practice and specialist care is also crucial: 

I think general practice has got a very important role. But there are, 
obviously, interface issues: people do go into hospital, and do need to be 
brought home again in a timely way and with the right care and support 
around them. So those interface issues are very important. 

Department of HeaIth programme lead 

There is a particularly strong case for case management for people with 
multiple long-term conditions, to provide the relational continuity and co¬ 
ordination of care that the evidence suggests is highly important to this 
group. General practitioners themselves may not need to take on this role 
- practice nurses or community matrons may be more appropriate - but 
GPs will need to work closely with whoever does provide case management, 
and to maintain clinical responsibility for the patient. (For more detail on this 
point, see Section 8, p 61.) 

In most places it's not a good use of GP time to deliver chronic disease 
case management because its expensive, so a nurse is better, better 
skilled, [and] more cost-effective and efficient at doing it. 

Nurse practitioner with a special interest in depression and LTCs 
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[ GPs] do need to draw in the help of other people, whether it's their 
practice nurse, local community nursing service, local diabetic nurse... 
whoever it is... But the GP - I think - has to, sort of, hold the ring. 

Department of Health programme lead 

Medicines management forms a core part of the GP role in providing care 
for people with multiple long-term conditions. GPs should be aware of the 
potential for drug interactions, and for poorer compliance with treatment 
among these patients. There is a strong case for GPs to provide access to 
self-management tools that assist with medication management and other 
aspects of patients' lives. 

Our interviews highlighted the need for GPs to pay particular attention to 
the psychological and emotional aspects of physical long-term conditions, 
as well as to the physical health care of people with long-term mental health 
problems. The interviewees saw identifying and responding to patients' 
psychological needs in primary care as being vital to improve the quality and 
cost-effectiveness of care. This may include screening people with physical 
long-term conditions for psychological and mental health problems: 

There are a whole range of issues where managing the psychological 
consequences of the long-term condition improves the outcome. When 
long-term conditions account for 70 per cent ofNHS expenditure, not 
looking at the psychological consequences that would improve their 
management is downright bonkers... The economic case, as well as the 
moral case... is just so strong. 

GP and policy adviser 

It should be something that's automatically considered when someone 
has long-term conditions. Automatically after someone's had a stroke, 
automatically after someone's had heart problems, [there should be] 
some screening and expectation that they will need some advice around 
depression. 

Mental health nurse and policy adviser 

I think that's the big thing that's missing from not just primary care but 
all care, is that sort of emotional, psychological aspects of care, it's totally 
under-resourced, and in any long-term condition, no matter what it is, 
that element needs to be provided, and the primary care would be a very 
good place to provide that at a certain level.' 

Director, voluntary sector organisation 

The current quality of care in general practice 

There is evidence that people with multiple long-term conditions get poorer 
treatment from health services. People with depression in addition to heart 
disease have lower rates of revascularisation surgery than people with heart 
disease alone despite equivalent clinical need (Kisely eta/ 2007), while also 
having poorer access to care for their depression than people with depression 
alone (Nuyen etal 2008). 

People with multiple conditions may suffer from (Noel etal 2005): 

■ adverse interactions between drugs used to treat different conditions 

■ being perceived by service providers as 'problem patients' 
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■ non-recognition of a co-morbid condition due to it being overshadowed 
by an existing diagnosis. 

Several studies have found that people with multiple conditions experience 
more aggravation in interacting with the health care system (Noel et al 2005; 
Parchman etal 2005). Patients report disagreements between them and 
their doctor regarding which of their health problems is most important and 
requires attention first. Some report that consultation times are not always 
sufficient to allow their multiple conditions to be discussed (Noel etal 2005). 

In the case of patients with physical long-term conditions and co-morbid 
mental health problems, developing high-quality care may currently be 
impeded by a lack of clinicians who have skills in both mental health and 
long-term conditions: 

What we lack are psychological therapists with a knowledge of some of 
those co-morbid physical illnesses or [of] working with chronic illness. 

Primary care psychiatrist 

Measuring quality 

Potential measures of quality of care for people with multiple long-term 
conditions are similar to those that exist for people with single conditions. 
However, the evidence suggests that particular emphasis should be given to 
developing quality measures that relate to the following dimensions: 

■ continuity 

■ access to self-management approaches 

■ structured support for carers 

■ integrated treatment of physical and mental health care needs 

■ provision of case management 

■ absence of adverse interactions between drugs. 

Such measures of quality are hard to measure and quantify, and so most 
would not lend themselves to indicators for use in a balanced scorecard 
or QOF-based system of quality assurance. The QOF does contain some 
measures that are of relevance to co-morbidity (particularly in linking 
screening for depression to conditions such as diabetes). However, achieving 
high-quality care for people with multiple long-term care needs is unlikely to 
improve unless these wider dimensions of quality can be valued, measured 
and used to represent how care quality is being achieved. Moreover, these 
measures should be applied not just to the general practice, but across 
providers who have a shared care role in managing people with multiple 
long-term conditions. 

Given the importance of achieving high-quality and cost-effective care for 
people with multiple LTCs, there is a need to develop more effective ways 
of measuring, comparing and reflecting on performance. We return to this 
issue in our conclusions (Section 10), where we outline a number of possible 
ways in which these quality domains might be measured to enable quality 
improvements to be made. 
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8 Managing long-term conditions across a 
population 


Relatively well-defined disease-specific pathways are in place for individuals 
with certain diagnoses - and, to a lesser extent, for those with multiple long¬ 
term conditions. However, these approaches still rely on the patient seeking 
out treatment. Such approaches can result in reactive episodic care, where a 
patient only seeks help when in crisis. 

One means of addressing this is population management - an approach 
that seeks to reduce expensive and distressing emergency admissions, by 
promoting high-quality proactive care for patients. The term refers to any 
strategic activity that attempts to proactively identify individuals at risk of 
deterioration in the future, with the intention of preventing or slowing that 
deterioration. It is based on the theory that early intervention has potential 
to reduce downstream utilisation. 

This section considers what evidence there is for population management. It 
examines the structures and interventions that could be put in place, and are 
being put in place, to proactively manage patients with long-term conditions. 
Finally, it seeks to define what the role of the GP might be in a population 
management programme. 

Evidence for population management in primary care 

The LTC model outlined at the beginning of this report emphasises the 
importance of upstream interventions in primary and community care that 
can enable downstream resource savings, by maintaining well-being and 
avoiding costly and distressing unplanned admission. The model recognises 
that only a small number of patients will require high-intensity care, and 
that it is possible (and necessary) to stratify a population into different risk 
categories. These range from the very high-risk patients, who need high- 
intensity case management, through patients who are moderately high users 
of health services and who might need some support to self-manage, right 
down to individuals who are not yet deemed high risk but who might become 
high users of care in future. 

Although the NSFs and NICE guidance have been useful in setting standards 
for individual pathways of care once a diagnosis has been reached, 
population management advocates moving a step further upstream, 
to assess whole-population needs, with a view to targeting different 
interventions at individual risk groups. 

Evidence as to the quality and cost-effectiveness of such an approach 
is rather patchy. What is clear from the evidence is that a population 
management model must consist of two elements. 

■ There must be a reliable way of effectively stratifying a population in 
order to identify which patients in a population will be at high risk of 
emergency admission to hospital in future. 

■ Once the level of risk of admission is identified, there must be an 
appropriate and cost-effective intervention that reduces the individual's 
risk of emergency admission and promotes patients' ability to become 
less dependent generally on health care interventions. 
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Identifying the right patients 

Evidence from the United Kingdom and the United States suggest that 
accurate identification of patients appropriate for interventions is crucial 
to the success of any population management programme (Billings etal 
2006b). Without a reliable method of stratifying populations into risk groups, 
it is likely that care will be targeted at patients who do not need the care, and 
will potentially miss those who do. 

A case in point is the Evercare pilot in the United Kingdom, whose evaluation 
indicated that the programme cost over £3.7m yet had 'no significant effect 
... on rates of emergency admission, emergency bed days, or mortality' 
(Boaden etal 2006). Some commentators surmised that the lack of impact 
could be at least partly explained by the fact that the case-finding method 
did not identify the correct patients (Gravelle etal 2006). This was due to a 
phenomenon known as 'regression to the mean' (identifying patients at the 
height of their usage of medical care, rather than those most likely to be high 
users in the futurm), and it is imperative that any method of identifying risk 
takes this issue into account (Curry etal 2005). 

Various predictive models are now available to the NHS. Availability of, and 
access to, data is key to these models. Some of those models (for example, 
The King's Fund's PARR and Dr Foster's FIUM) use only inpatient data to 
predict risk of re-admission among the highest-risk population, while others 
(for example, the combined predictive model) link GP data with hospital data, 
to stratify an entire population from very high risk to low risk. 

Some commentators argue that the use of GP data models has the potential 
to have a greater impact on admissions, by enabling intervention much 
further upstream (Wennberg etal 2006). If timely data is available, such 
models also enable real-time identification of at-risk patients in practice 
settings, so that practice-based teams can target follow-ups and make 
appropriate interventions quickly and effectively to patients on their list. 

What has emerged in recent years is the importance of having high-quality 
data available for needs assessment and service planning. In this context, GP 
data-based models offer a much richer insight into the needs of a population. 
Competency 5 in the world class commissioning documents cites predictive 
modelling as an integral part of'managing knowledge and assessing needs' 
(Department of Health 2007b). The move to GP commissioning from 2010 
onwards is likely to promote further the need for such information. The 
role of general practice in keeping and providing high-quality data and 
information (in order to support predictive risk tools that help target case 
management at appropriate individuals) seems to be a highly important 
issue for the future. 


Developing an effective intervention 

The second element of population management is the development 
of appropriate and cost-effective interventions that reduce the risk of 
admission, or re-admission, among individuals in each risk segment. 
Evidence of what interventions might be effective is beginning to emerge 
but is, at present, very limited. Several different initiatives exist or are being 
piloted, including: 

■ case management through community matrons 
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■ telehealth and telecare 

■ telephone health coaching 

■ collaborative care models. 

Such interventions vary from the very intensive case-management 
programmes targeted at the very high-risk groups to lower-intensity self¬ 
management support programmes targeted at the low-to medium-risk 
groups. It is important that the intensity of the intervention is appropriate 
to the level of risk, because the upstream costs should be offset by the 
downstream care that is avoided (Hutt etal 2004). 

Case management 

Case management is a widely used approach in primary and community 
care, and is usually a package of home-based care with the broad aim of 
developing 'cost effective and efficient ways of coordinating services in order 
to improve the quality of life' (Hutt and Rosen 2005). One format that is 
beginning to emerge throughout England is the 'virtual ward' - a programme 
of case management that uses information from predictive modelling tools to 
target interventions. These are most often built around the GP practice and 
the patients registered within them. 

Evidence is mixed as to whether case management is an effective approach 
to long-term conditions management. A Department of Health report in 2004 
found that one such model, in the United States, had achieved a 50 per cent 
reduction in unplanned admissions (Department of Health 2004). Similarly, 
an article in the British Medical Journal drawing on observations from the 
United States concluded that case management is 'very cost effective' (Lewis 
etal 2004). 

However, other papers have found that the Kaiser Permanente integration 
model and Pfizer Health Solutions - both of which include elements of 
upstream case management - have lower bed usage than the NHS. However, 
Ham etai highlight that the factors contributing to that low bed use tend to 
be very closely linked to the structural, organisational and financial context 
that is specific to certain parts of the US system (Ham etal 2003). 

Further studies have also been equivocal as to the effectiveness of case 
management. A paper that examined the evidence from 19 studies of case 
management targeted at older people found only weak evidence that this 
approach reduced hospital admissions (Hutt etai 2004). In addition, the 
evaluation of Evercare - the US case management programme for older 
people - found that the programme had no significant impact on emergency 
admissions (Boaden etai 2006). 

A systematic review commissioned by Birmingham and Black Country 
Strategic Health Authority in 2006 found a mix of evidence, with some 
studies concluding that case management has potential to reduce admissions 
and length of stay while others found that it had no effect (Ham 2006). 
Similarly, a more recent paper, which reviewed 10 papers focusing on case 
management, concluded that there was inconclusive evidence about the 
effectiveness of case management (Offredy et al 2009). 
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Population-based management in England: six case studies 

The current policy of GP commissioning forthe NHS in England implies that, 
as members of commissioning organisations responsible for meeting the 
needs of local communities cost-effectively, the general practices of the 
future will become population oriented. For example, an unpublished survey 
undertaken by The King's Fund suggested that in spring 2009 at least half of 
all PCTs were using some sort of predictive modelling tool. 

In the disease-specific interviews, we asked GP respondents specific 
questions about whether their general practices were involved in any 
programmes that attempted to identify patients at risk of deterioration or 
unplanned admission to hospital. We also asked them to identify the sorts of 
interventions being employed as a result. (See Appendix 2, question 7.) 

In order to explore the issue of population management more directly, we 
undertook a purposeful sample of six case sites for further investigation. 
These case studies (described in Table 3) were known to be proactive 
in population management, and were selected to identify leading-edge 
approaches to population-based management in primary care and the role 
that general practice could, and should, play in delivering that. 

Each of the six case sites visited had a slightly different model for population 
management and organisation of services. None have been fully evaluated, 
so effectiveness cannot be compared, but some elements that are common 
to all have emerged. These provide an indication of what might constitute 
effective population management. 


Table 3: Population-based management in six English PCTs 


Site 

Case-finding 

technique used 

Intervention implemented 

Progress 

Croydon 

Combined predictive 

model 

10 virtual wards across the PCT. Virtual 

wards mirror hospital ward and aim to 

target home-based case management 

at high-risk individuals. Each ward run 

by community matron 

Model in place since 2004. 

Wards rolled out from 2005 

Devon 

Combined predictive 

model 

Piloting one virtual ward for population 

of 18,000. GP leading development 

Model in place since April 

2009. In early stages of 

setting up ward 

Lambeth 

Combined predictive 

model 

None. Model outputs being used to 

identify clinical variation between 

practices. Practices are told where there 

are gaps and it is up to them how they 

close them. PCT led 

Model in place since late 

2008. Systems and incentives 

being developed 

Norfolk 

Combined predictive 

model 

Telephone health coaching for 

individuals identified as high risk 

Coaching ran as pilot for 2 

years. PCT no longer funding it 

Wandsworth 

PARR++ (inpatient 

data only) 

4 virtual wards set up. Each ward has a 

full-time GP attached to it. GP-led 

Model in place since late 

2008. Wards developing since 

early 2009 

Nene 

commissioning 

(PBC cluster) 

None: district nurses 

and GPs refer to the 

programme 

Proactive Care programme launched - 

similar to idea of virtual wards 

Programme launched in April 

2009 
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Of the six sites, four were pursuing a GP data-based predictive model. 
However, only one (Croydon) had yet developed a full and centralised system 
that included electronic GP data from every practice. Of the remaining two 
sites, one was using a predictive model that uses inpatient data only. The 
sixth was not using a predictive model, and was relying on clinicians to 
identify appropriate individuals. 

In terms of interventions, all but two of the six case-study sites were in 
the early stages of implementation. Even the two more developed models 
(Croydon's virtual wards and Norfolk's telephone health coaching) had not 
been fully evaluated. However, interviews revealed that the models had three 
common elements that appeared to be essential to functional population 
management: 

■ effective use of available data 

■ integration and co-ordination across organisational boundaries 

■ flexibility of, and ability to personalise, services. 

Each of these is described below. 


Effective use of data 

As suggested by the evidence, effective use of available data was key in all 
the case-study sites. All sites were extracting, sharing and analysing data. 
Interviewees stressed the importance of using data to understand their 
population needs. In an ideal world, that GP data would be integrated into 
the model. Five of the six sites had implemented predictive models - four 
in order to identify patients suitable for an intervention, and one to identify 
gaps or variations in clinical care. All interviewees stressed the need to 
understand their population before embarking on any sort of proactive care. 

Nene Commissioning, a practice-based commissioning consortium, was 
the only site not to have adopted a particular model or approach to case 
finding. Instead, it had been allowing community matrons, district nurses 
and GPs to refer into the intervention based on their opinion of the likely risk 
of the individual. Evidence suggests that this approach is not particularly 
accurate in identifying the correct individuals in advance, and the group's 
management team commented that it was considering adopting a more 
systematic approach. 

Interviewees highlighted the advantages of using predictive tools, and the 
risks of not doing so. One GP, in Devon, said that although GPs get to know 
certain patients over time, these are not necessarily the patients who will be 
at risk in future, and so are not necessarily the ones who should be targeted. 
He explained: 

They access more care, you get more paperwork back from the hospital, 
you're more aware of them, you think they're going into hospital 
more, you're seeing [them] more, and so they naturally come up your 
awareness. 

GP, Devon 

There is then a risk that other patients who are not regularly accessing care 
may be neglected by the GP - and that these may be the patients whose 
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risk of admission is rising, and who should be enrolled in a preventive 
intervention. The GP in question referred to this situation as 'a kind of inverse 
care law'. In his opinion, using a predictive model ensures 'a level playing 
field for everyone'. 

Some interviewees had been surprised by which patients had been identified 
as high risk, underlining the importance of using data to assess need. One 
community matron said: 

At the outset of the project, we assumed the most complex patients would 
be the oldest and frailest, but what we found was that a large number of 
these people had drug and alcohol problems and mental health problems. 
So we rapidly had to re-skill our community matrons ... They all had 
physical conditions as well, but the critical factors around risk were those 
two. 

Community matron, Devon 

Interviewees also talked about how linking different datasets can provide an 
insight into individual needs and can aid decision-making about appropriate 
care, acknowledging that not all patients can be cared for outside hospital: 

It's about saying there are people who can be managed in hospital and 
people who can be managed in the community - how are we going to have 
systems in place that either stop that happening or, if they do pitch up 
at hospital, [ensure that] they get out into the community with the right 
support? 

Manager, Nene 

Several sites had experienced difficulties in implementing predictive risk 
models and new models of preventive care. Many spoke of data issues, 
including the complexities of extracting data from various different GP 
systems, the absence of data-sharing agreements and, in some areas, an 
initial lack of interest among other GPs and/or the PCT. Many mentioned the 
varying levels of enthusiasm for the approach among GPs, and stressed the 
importance of engaging with GPs and persuading them to see the power of 
sharing and using data. 


Integration and co-ordination 

All but one of the case-study sites saw integration of general practice with 
other care services as a key element of proactive LTC management. Many 
felt that at present there was confusion among GPs about service availability, 
with patients falling through gaps as a result of poor continuity of care. As 
a result of these issues, some respondents reported patients ending up in a 
'cycle of re-admissions' that undermines their independence and ability to 
self-manage their conditions: 

Rarely do those patients come out from hospital any better than when 
they went in. The acute phase may be stabilised, but actually their 
condition is a lot worse, and they have been put through another barrage 
of tests. They have met a whole new range of doctors who want to use 
them as pin cushions, and it is awful - really awful. 

GP, Croydon 
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Once they're in [hospital], it's inordinately difficult to then get people 
back into their own homes because they go off their legs. They lose their 
independence. 

PBC-lead, Nene 

Far from calling for major restructuring of general practice, or the creation of 
new teams or posts, all the interviewees we spoke to felt that the key thing 
was better co-ordination and integration of existing services. Only one site 
had actually developed a wholly new service (health coaching). The four that 
were in the process of implementing virtual wards were largely streamlining 
access to existing services and co-ordinating care across the professions. 

One GP explained how GPs had become confused by the array of services 
available and had endeavoured to set up a system where there was a single 
point of access to all services: 

It's more about processes, really. It's trying to formalise the processes but 
not over-complicate them... You go from one extreme, where people aren't 
co-ordinated, and you could have prevented admission or prevented 
someone maybe [from] ending up in long-term social care. ...[Now], you 
can just refer to the co-ordinator who then discusses it, gets information, 
if you think it's a likely crisis then goes to Rapid Response, and... they can 
bring it back to court where we can discuss them... Just to make it simpler, 
really. 

GP, Devon 

What we want is a model that integrates the community matrons and the 
GP practices. What the GPs, in particular, didn't want was community 
matrons going off and doing their own thing in isolation of the practice. It 
didn't feel like that was a model that was going to work. 

PBC lead, Nene 

However, others saw the potential of extending the concept of integration 
beyond primary and community care and into mental health, social care, 
secondary care and the voluntary sector: 

There's a need in primary care certainly to work with secondary care, get 
rid of those... very artificial boundaries, and actually say 'OK, who's going 
to do what at each step of this person's journey?'There are loads of people 
out there that could actually do more, but we're very ring fenced in terms 
of who does what and how it all works. 

Community matron, Croydon 

Others felt that the integration and co-ordination had to be even wider, and 
talked of a whole-systems approach to proactive care: 

I think we have to have a whole-systems approach. I don't think 
community matrons on their own will make that much difference. I think 
the whole-system approach is where you'll get big swings. 

Director of Nursing, Croydon 

Certainly, existing evidence would support the move away from single 
disease-focused initiatives. A high proportion of individuals at high risk of 
admission have multiple conditions, and many of these individuals have 
mental health needs (Billings etaI 2006a). 
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Personalisation and flexibility 

The third key element was the ability to use services flexibly to enable 
personalisation. Although there might be scope to segment a population into 
risk groups, individuals within each group are likely to have very different 
needs. In all five patient-focused models there was a strong emphasis on 
care planning and needs assessment. Interviewees stressed the importance 
of being able to put together a personalised care package, drawing on 
different expertise as and when required. 

A key enabler of this was the existence of a central contact point for patients. 
Patients were given a named care manager to look after their care package 
and co-ordinate their care. Since many people with long-term conditions do 
not need specialist clinical input, the approach was considered appropriate 
in enabling patients to self-manage their own conditions. In order to build 
this confidence, the care managers or co-ordinators in the case-study sites 
reported spending considerably more time with patients than GPs and nurses 
in practices would normally have had available. As one GP put it: 

A big selling point for the GP [is that] actually it makes things a bit easier. 
If you've got complex patients who are higher up the list, they tend to 
have more appointments, they tend to ring you up more because they're 
unsure, and you end with more visits... So the idea is, a lot of this is 
burden, in a way. It's not totally transferred on to the team or the matron, 
but they have more time to deal with it. So that's where you get things like 
health coaching and expert patients, because community matrons have 
more time to discuss their needs with them, break down what's going on 
and actually change behaviours. And I think it's the changing behaviours 
that takes time. 

GP, Devon 

What is the role of general practice? 

Although in all six case studies general practice clearly plays a key role, 
what is also clear is that in most cases, the models have actually enabled 
GPs to step away from the hands-on care of these patients and for the care 
co-ordinators to provide that input. GPs have tended to take on a more 
peripheral, advisory role where they are still responsible for their patients' 
clinical well-being, and where they input into care planning and provide care 
when required, but they are freed up to focus on other patients. 

Out of the six case studies we investigated, only two placed GPs at the centre 
of the service. 

■ The Wandsworth model The PCT is running the predictive model 
centrally but then sending the outputs to four GPs, who are employed 
to work on the virtual ward full time. GPs then assess the model 
outputs and undertake assessments of those patients who are 
identified, in order to put together a package of care. This model is 
similar to other virtual ward models except that the care co-ordinator 
is a GP rather than a community matron or nurse. 

■ The Lambeth model The PCT is running the predictive model 
centrally and sending results to PBC cluster managers. Those 
managers are then using the outputs to identify clinical gaps, and 
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targets for closing those gaps are agreed with the PCT. It is then up to 
the individual GPs or practices to decide how to close those gaps. 

The other case studies all involve GPs to some extent, but it was the 
importance of the general practice as the organising unit that appeared to 
be crucial, rather than the GPs themselves undertaking the activities. Other 
than in the Norfolk telephone health coaching, which was run by the PCT 
with very little direct input from general practice, GPs remained responsible 
for the clinical well-being of their patients, while the operational and co¬ 
ordination side was run by community matrons or nurses. 

In the four virtual ward examples, the GP role involves the following. 

■ Being the central unit of organisation For example, virtual 
wards are organised around catchment areas of practices. This gives 
the intervention a geographical limit, for planning purposes, and 
longitudinal data can be gained on the registered list of patients 
enrolled with them. 

■ Playing a leadership role Under PBC, and now under GP 
commissioning, GPs need to lead the implementation of proactive 
care and the system that are required to support it. GPs play 

an increasingly important role in bringing together the different 
professions and services to provide proactive care. 

■ Being a source of data and sharing that data The data must be 
shared with other practices and the PCT in order for it to be used in a 
predictive model. 

■ Championing predictive models This involves championing and 
encouraging use of evidence-based predictive models. 

■ Analysing outputs The GP must analyse (or jointly analyse, with 
the care co-ordinator) outputs from the model in order to identify any 
patients unsuitable for the intervention and agreeing a case list. (For 
example, in some sites this might involve excluding young people with 
mental health problems who are known to the specialist service.) Fie 
or she must also analyse population data, to identify emerging and 
unmet need and act on this information. 

■ Linking in with services The GP must play a leadership role 
in mapping out what services are available and forging links and 
partnerships across organisational boundaries. 

■ Having clinical input into the care plan of an individual This 
might involve visiting the individual, but would usually involve 
discussing the case with the care co-ordinator and advising on clinical 
aspects of their care. Some of the role might involve outreach to 
patients who do not often come forward for care. 

■ Maintaining an overview of their patient's well-being This 
involves regularly liaising with the care co-ordinator while delegating 
the day-to-day management of patients to the care co-ordinator. 

It also involves empowering care co-ordinators to make informed 
decisions. 

■ Being part of a multi-disciplinary team The GP will attend regular 
meetings or 'ward rounds' where patients on the 'ward' are discussed 
and the level of care required decided. 
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■ Clinical responsibility The GP maintains responsibility for the clinical 
well-being of their patients. 

■ Playing an evaluative and quality assurance role This is intended 
to make sure that the intervention is delivering appropriate care and 
has the intended impact. This might be carried out in partnership 
with the PCT, but it seems to be important that the GP recognises 

the importance of evaluation and participates fully. Under GP 
commissioning, this role will become even more important. 

Of all of these tasks, what appears to be most critical to a proactive 
population-based intervention is not a fundamental change in the 
infrastructure of general practice and its model of practice. It is a shift in 
attitudes and culture - from one where the GP is the sole reactive caregiver 
to one where the GP takes on a more expert advisory role. This advisory role 
involves working closely with other professions, to help offer the patient a 
co-ordinated, seamless package of care. GP engagement and involvement 
is important to the development of the service. In most examples, GPs 
have played a key role in brokering and building relationships across 
organisational divides. 

Of course, the structure of proactive models will vary according to a number 
of factors - one of which will be the size and structure of the practice. Our 
case studies did not seek to draw conclusions about such factors, but it 
is likely that small and single-handed practices might not have capacity 
to deliver such care alone, so the idea of co-ordination, integration and 
networks of care will become even more critical. 

Evidence suggests there is potential in population management for improving 
care quality to patients with long-term care needs, and there is some 
potential that the approach can lead to cost savings when targeted at the 
right people. As GP commissioning takes over from PCT-led commissioning, 
reducing unscheduled hospital and care-home admissions will become a key 
priority for general practice, and its partners and population management will 
become an essential tool in achieving cost reductions without compromising 
on care quality. The high-quality general practice of the future will be judged 
as much for its role and contribution in managing population health cost- 
effectively and proactively as it will on the care and services it traditionally 
provides to patients. 
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9 Conclusions 


The aim of this study was to attempt to establish what best practice in long¬ 
term conditions management should look like, the role of general practice in 
delivering high-quality care, and the generic measures that might be used by 
those in general practice to enable quality improvement. 

This research has revealed that there is a significant amount of guidance 
and expert agreement on what should constitute high-quality care across 
the dimensions of LTC care examined. However, there is relatively little 
agreement on what role general practice should play with other partners in 
the health and social care system to deliver it. Moreover, apart from certain 
clinical indicators included in the QOF, there is very little data and information 
available to make a comparative judgement of the current quality of LTC 
care - whether in general practice, or between general practice and its key 
partners. 

What the evidence suggests is that improvements have indeed been made 
over the years - particularly in diabetes. There are also indications that 
the QOF has contributed to practices giving more attention to the ongoing 
management of patients with diabetes and other chronic illnesses such as 
heart disease and COPD. 

However, the evidence also suggests that care quality is currently sub- 
optimal and highly variable, and could be significantly improved through 
a better understanding of long-term conditions among primary care 
professionals and a more proactive approach to care management. What is 
clear is that responsibility for delivering high-quality care to patients should 
be shared across care settings and multi-professional teams, and that 
general practice has a core role to play as part of that continuum of care. 

The overall picture, therefore, appears to be one of improvement, but also 
of a lost opportunity to redesign primary and community care to better meet 
the needs of those with long-term chronic care needs - for example, in the 
ways described by the NSF for long-term conditions (Department of Health 
2005a). 

Measuring quality 

It is clear that many of the dimensions of quality that could be used for 
promoting LTC management in general practice are hard to measure, and 
do not lend themselves readily for development into an objective measure 
or indicator. This is not least because the data and information required to 
collect such information is currently not available within general practice or 
other datasets (or, if it is available, it is not currently used). It would need 
to be collected through bespoke local audits, patient surveys and/or the 
development of specific measurement tools. 

However, we believe that measures of quality need to be developed to 
support general practice (in partnership with its health and social colleagues) 
to improve the quality and cost-effectiveness of care to people living with 
long-term conditions. This should be seen as a policy priority - the NHS 
is long past the tipping point where the option of not redesigning care to 
meet the needs of those with complex chronic illnesses is tenable, and the 
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development and use of credible quality markers would almost certainly be 
an asset for use as a tool for change. 

We have, therefore, given some thought to the various generic dimensions of 
quality in LTC management and care that are important in general practice. 
These are presented below, together with an assessment as to whether 
general practice as a whole is active in these areas. 

■ Evidence of practice registries Practice registries for patients with 
long-term conditions needs to be established in general practice, to 
support the management of all patients with chronic illness. This has 
improved across all general practice in recent years as a result of QOF 
incentives. However, not all LTCs are covered and few practices take an 
active interest in keeping or updating registries for other conditions - 
especially to those with multiple care needs. 

■ Evidence for proactive case finding Proactive case finding across 
practice populations, through regular analysis of data with community 
nurses and other partners, appears important in enabling a better 
multi-professional understanding of practice populations and so 
helps to target services at individuals in needs of care. The evidence 
suggests that currently very few general practices are proactive in this 
area, and that many have not been willing to contribute practice data 
and information to support such activities. Even in 'go-ahead' sites, the 
evidence suggests that GPs have taken a peripheral interest, leaving 
the work to community matrons and others. 

■ Availability of practice-level data Practices should make practice- 
level information and data at the practice level available. This is 
because evidence of practices' ability to extract high-quality patient 
data, and to share that data with other care providers regularly, is a 
prerequisite to effective population management. 

■ Problem recognition, early diagnosis and appropriate swift 
referral for an early intervention Problem recognition, early 
diagnosis and swift referral generally result in the better management 
of people with LTCs. However, it is clear that problem recognition 
among many GPs can be highly variable. For example, the evidence on 
care for people with arthritis, dementia and depression suggests that 
many GPs and nurses in general practice may need further education 
and training in order to identify symptoms and to ensure prompt 
referrals to appropriate follow-on care. 

The evidence also indicates a significant challenge in the lack of specialist 
support for many GPs, compounded by a lack of time during the consultation 
in making an effective diagnosis. Hence, general practice faces a number of 
barriers in diagnosing diseases - especially those such as dementia. GPs will 
not necessarily encounter a high number of cases of people presenting with 
early signs of these complex illnesses. Combined with a lack of specific skills 
and training, this can make it difficult for them to identify potential cases. 

For patients presenting with symptoms requiring specialist diagnosis and/or 
treatment, a regular audit of practice-level records (for example, to ascertain 
whether timeliness of referrals was meeting NICE or other treatment 
guidelines) could be one approach to examining care quality in this area. 
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■ Patient information Providing patients with information about their 
LTCs can be effective in helping them self-manage and/or prevent 
deterioration in illness. This is a common element in most NICE 
guidance. However, the quality of information provision is currently 
variable. One way to ensure this was being routinely undertaken would 
be to examine patient records to assess the percentage of patients 
with symptoms of LTCs whose notes state that written information was 
provided. 

■ Supported self-care General practice should provide supported 
self-care, such as remote monitoring of the patient's condition or 
enrolling them in an education or peer support group. They should 
also help to provide or signpost patients to receive this, since there is 
strong evidence to suggest that this approach can improve outcomes - 
particularly for people with multiple LTCs. 

■ Support for carers Providing support for carers is particularly 
important. General practices, with their key care partners, should be 
tasked with ensuring that carers are also offered access to education 
and support. 

■ Regular follow-up appointments Another core component of good 
LTC management is a system of regular follow-up appointments, 
ensured through an organised process. Some QOF measures pick this 
up, though generally only for a single follow-up. Evidence suggests 
that regular follow-ups to those who need them is variable. General 
practice needs to ensure that it monitors the percentage of patients 
who meet the criteria for follow-up appointments who are actually 
offered and receive one. 

■ Patient-centred care plans It has been a policy commitment 
since 2006 that all LTC patients should have patient-centred care 
plans written for them. QOF (MH06) measures this for patients with 
psychosis. To encourage proactive care planning and follow-up, such 
care planning needs to be a feature of all those with a limiting long¬ 
term condition. The patient records within general practice should 
ensure that these are recorded as having been provided, and by 
whom. 

■ Multi-disciplinary care planning The care-planning process needs 
to be multi-disciplinary in order to identify issues to do with the 
'whole person', including the presence of other long-term illnesses 
or social care needs. This is important, since evidence suggests that 
patients with LTCs often have more than one LTC and so have needs 
that span care sectors. One way to establish whether this was being 
undertaken would be to set up a system of noting in a patient's care 
record that a care plan has been developed and provided to patients, 
with appropriate input from professionals outside of general practice. 
Another method of assessment might be feedback from patients (for 
example, on whether they received, contributed and understood the 
care plan). 

■ The planning process as a single point of entry Using the 
planning process as a single point of entry to a range of services would 
help patients receive a more integrated service. This might require 
general practice to ensure that patients are receiving the support of a 
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designated care co-ordinator to help case manage their illness, even if 
general practice itself does not undertake the co-ordination role. 

■ Case management One measure for whether the planning process 
is used as a single point of entry might be to record the percentage 
of patients meeting criteria who are offered or provided with case 
management. This is because evidence suggests that targeted case 
management can improve outcomes for some people with LTCs. 

■ Multi-disciplinary working Working in a multi-disciplinary team 
is important in many aspects of care delivery for those with LTCs - 
for example, in having a single or co-ordinated assessment process 
or care plan (see above), or in screening those with physical and 
mental health care needs. People with physical co-morbidity have a 
high prevalence of depression. At present, this can result in poorer 
quality of care and outcomes than might be the case through closer 
partnership working. 

■ Patient satisfaction The quality of patient care is often considered 
less good for people with multiple LTCs, so practices should measure 
patient satisfaction among those patients. Practice-level surveys, 
undertaken as part of GP contract requirements, could be cross- 
referenced with patient histories to examine the experiences of these 
groups of patients. This is important, since there is some evidence to 
suggest that patients who come away from consultations feeling more 
empowered and informed about their illness are less likely to require 
formal care in the future. 

■ Outcome measures It is useful to track outcome measures such as 
patient experiences (for example, on quality of life or social inclusion), 
clinical outcomes and/or emergency hospital admissions and lengths of 
stay, since key outcomes measures of interventions would be whether 
these have improved. It would be particularly informative to be able to 
compare outcomes for people with multiple long-term conditions with 
those with a single disease. 

This long list of quality markers above should be treated with great caution. 

It is not intended to represent a set of measures or indicators that could be 
used to hold general practice (or any other provider) to account. Instead, the 
markers should be seen as the key domains through which the quality of LTC 
management could be examined in a general practice context. 

What is more, the list is not exhaustive, since our research picked up on other 
quality issues (including the quality of doctor-patient relationships, equity 
of treatment, and care continuity) that have been addressed in more detail 
in other report in the GP Inquiry series (see Freeman and Hughes 2010; 
Greenhalgh and Heath 2010; Hutt and Gilmour 2010). 

However, what the list does presuppose is that general practice cannot be 
expected (or, indeed, allowed) to deliver high-quality care to those with LTCs 
without good systems of integrated care working with other care providers - 
an overarching systemic problem that this research has uncovered, and one 
that needs urgent attention. 
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The future role of general practice in meeting the challenge 

There are a number of challenges for general practice if they are to deliver 
a higher quality of care to people with long-term chronic illnesses. These 
challenges refer to two main issues: the current knowledge and skills levels 
within general practice, and the way in which general practice is configured, 
since the care planning and care co-ordination processes imply the need for 
integrated care with other services and professionals. 


The current knowledge and skill levels within general practice 

One of the most pressing issues raised by the evidence is the ability for an 
early diagnosis of LTC patients to be undertaken in general practice settings, 
and/or for a referral to be made that leads to an appropriate and early 
intervention from a specialist. 

As generalists, it is understandable that GPs and practice nurses do not 
necessarily have extensive or detailed knowledge of every LTC and how these 
should be managed. Yet there must be access to accredited and standardised 
training in LTC management in general practice and/or systems that enable 
nurses and GPs to refer patients to a local specialist team for advice and care 
where needed. This professional development of staff employed in general 
practice is vital, given that the management of long-term conditions is being 
pushed further into the community. 

It is fair to say that a very high level of input would be needed from GPs, 
practice nurses and other general practice staff to deliver all the different 
aspects of high-quality care for the range of long-term conditions that need 
to be managed. Meeting the LTC agenda places a strain on their ability to 
manage the needs of complex patients, since they require trade-offs in 
the time they might otherwise have for other patients. Put simply, there is 
a lot for GPs or nurses to cover in a single 10- or 15-minute appointment. 

This increases the likelihood of some aspects of care being overlooked 
- particularly those requiring more in-depth discussion, such as for care 
planning for those with multiple LTCs and associated depression. 

Gaps in knowledge and skills also apply to GPs' and nurses' abilities in 
the care-planning process, since their role in acting as patient guide and 
advocate to access the multiple providers of the care they might need is not 
sufficiently embedded in the culture of general practice. Care-planning skills 
must be included in the professional development of GPs and practice nurses 
in the future, so that they are able to: 

■ produce the care plan collaboratively 

■ review the care plan regularly 

> handle the situation of patients not meeting their goals sensitively and 
constructively 

a provide praise and motivation to the patient when they have achieved 
their goals. 

There are other barriers that are more personal to GPs and practice nurses, 
such as attitudes and beliefs. For example, one survey estimated that only 60 
per cent of GPs believed it was important to look for early signs of dementia, 
with only half of the sample believing that 'much can be done to improve 
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the quality of life for people with dementia' (NAO 2007, p 27). Many of the 
experts we interviewed suggested that GPs and nurses in general practice 
are often unaware of the various services and resources in the community 
and voluntary sector from which patients with LTCs could benefit. 

Given the expectation that general practice should take on responsibility for 
providing high-quality care to patients with long-term conditions, this range 
of structural and workforce challenges needs urgent attention. A substantial 
amount of community-based care will need to be taken on in an attempt to 
shift care out of hospitals and nursing homes and into the primary care or 
home environment. 


How general practice is configured 

The workload and workforce implications in managing people with LTCs 
are profound. Most general practices are not in a position to deal with such 
demand adequately, unless they are well networked with other practices and 
the rest of the system. There are some potential skill-mix solutions to this 
situation that could be employed. One example would be to develop longer, 
group consultations to talk to, say, six patients or more about - for example 
- diabetes and/or anxiety management. Meanwhile, health care assistants 
could take responsibility for monitoring patients' blood pressure and weight, 
providing written information or signposting to sources of information if 
appropriate. 

The most significant issue for general practice in meeting the LTC challenges 
will be to embrace specialist support during the consultation process, during 
care planning, and in ongoing care in a way that that makes patients feel like 
equal partners in their care, better supporting them to manage their own 
illness. However, a two-fold problem exists: 

■ the lack of time, skills and capacity in general practice to make an 
effective diagnosis for all people with LTCs 

■ the lack of communication with (and availability of) specialist services. 

Budget constraints also impede the commissioning of self-management 
sessions, physiotherapy or physical exercise sessions. 

It is unlikely that these challenges can be met without more fundamental 
structural changes to the way general practice operates. The shift to larger 
group practices, polyclinics and those working in 'federations' of practices 
has already begun. However, general practice needs to become more closely 
integrated with the care and delivery of other providers and, potentially, seek 
to develop 'integrated care organisations' that overcome the NHS design flaw 
of the separation between primary, community and hospital care (Lewis etal 
2010 ). 

Such structural changes to the nature of general practice would be 
controversial because they present a different future for GPs and their 
specialist colleagues. However, given the needs of population management, 
rooting such organisations around general practice and the registered list 
would appear to be the most logical way forward, since it comes closest to 
the image of an organisation that could effectively co-ordinate the care for 
people with LTCs across multiple care services. 
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The coalition government's plans for GP commissioning would suggest a 
move towards creating a more population-based focus to the role of general 
practice, as it becomes responsible for the health and welfare of communities 
in addition to their traditional responsibilities to enrolled patients. Even so, 
general practice would have a significant distance to travel to fulfil the vision, 
since the managerial capacity of a small business will be wholly unable to 
meet the challenge. For many GPs, integrated care will be a step too far and 
they will remain content to offer face-to-face clinical services. 

Achieving higher quality care to people with LTCs requires the evolution of 
multi-specialty local clinical partnerships and a shared care model of working 
- as examined in a recent Nuffield Trust/NHS Alliance report (Smith eta/ 
2009). In this way general practice might find its way to becoming a full 
partner in what might be called population-oriented primary care. 
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Appendix 1 Literature review study terms and 
example of results 


All searches used a common 'base' (column A) plus topic-specific search 
terms (column B). Articles had to contain one term from column A, and one 
from B. The search was limited to the last 10 years only and title/abstract 
only (apart from depression which was title only). 


A 

B 


Arthritis 

Dementia 

Diabetes 

Depression 

Co-morbidity 

GP 

General practice 

General 

practitioner 

Primary care 

Arthritis 

Inflammatory 

arthritis 

Joint pain 

Musculoskeletal 

Osteoarthritis 

Rheumatoid 

arthritis 

Rheumatism 

Alzheimer's disease 

Dementia (and 

variants) 

Memory clinic 

Memory loss 

Blood glucose 

Diabetes (and 

variants) 

Insulin 

Depression 

Mental health 

Mental illness 

Mental disorder 

Psychiatric (and 

variants) 

Co-morbidity 

Dual diagnosis 

Multi-morbidity 

Multiple needs 

Multiple care needs 

Multiple chronic 

Multiple long-term 
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Appendix 2 Sample protocol for interviews with 
expert informants 


Expert informant: interview guide 

[Sample] 

Preamble: 

Discuss the nature of the Inquiry, why they have been chosen to participate, 
what the interview is about, and how long it will take. Ask permission to 
record interview, stressing all data will be stored securely and only used for 
the purposes of the Inquiry. Ask the interview for any questions or points of 
clarification 


Introduction - role, experience, expertise 

To provide us with an understanding of your experience and expertise, 

I would like to start by asking you to say a bit about yourself - your role 
(current job), your experience and involvement with regard to the issue of 
quality of care for people with [insert long-term condition here] in general 
practice. 


Condition-specific questions 

I want to start by asking about high-quality care for people with [insert 
condition] generally, and then move on to focus specifically on the role of 
general practice within that. 

1. In an ideal world, what would high-quality care for people with 
[depression] look like in general terms (in other words, regardless of 
location of care)? 

• In an ideal world what would best quality care look like or contain fora 
patient with [condition 7? [prompt about care pathways] 

• Is there much evidence or guidance to tell us what best quality of 
patient care should look like? 

• How useful are models of care for managing these patients? [prompt - 
for example, collaborative care, care management]. What components 
of these are most important? 

2. What do you think the role of general practice should be, in the delivery 
of such high-quality care for people with [insert condition]? 

• What things lie within the core role of general practice, and what 
enhanced roles could there be - for example, for GPs with a special 
interest ? Enhanced services by a practice-based team? 

[Prompt: Discuss GP role in advice giving, diagnosis, referral to 
services treatment, ongoing monitoring, supported self care]. 

• What role does self-care play? 
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[Prompt: Self care is advice and support to enable people to live 
healthy and at home, ongoing relationship between patient and 
general practice]. 

• What role should other staff within the practice play - for example, staff 
nurses, practice managers, receptionists? 

3. You've described what management of [insert condition] should look like 

in general practice - how close are we to that, in reality? 

• What is your impression generally of the quality of care provided by 
general practices? 

• What is the extent of variations in quality ? [Ask about variations in 
terms of area, deprivation, gender, ethnicity, practice size/level etc.] 

• What accounts for the variations? What impedes best quality care in 
general practice for people who suffer with [insert condition]? 

• What are the key areas in which general practice as a whole could 
Improve the quality of care it provides to patients with [insert 
condition]? 

4. What quality improvement tools or approaches could be used to 

improve the quality of care for [depression] in general practice? 

• If you were attempting to measure the quality of care provided to 
people with [insert condition] by general practice, what would be the 
key measures of quality you might use? 

• Are there any current measures that you are aware of that are currently 
being used to measure quality? What are these? Are these measures 
suitable? 

• Is using measures and metrics a useful approach to quality 
improvement? What other approaches could be used? 


People with multiple long-term conditions 

I'd like to talk now about people with more than one long-term condition, and 

how their needs should be managed. 

5. Would high-quality care for patients with multiple LTCs be different 

than for people with a single condition? 

• Are there any particular models of care that are appropriate for people 
with multiple LTCs (eg 'guided care')? 

6. How about the role of general practice - would that look different for 

people with multiple LTCs compared to those only with [insert condition]? 

• How close are we to that vision of best practice in reality ? Any areas for 
improvement? Extent of variations in quality, and reasons for this. 

• What areas would you focus on to make the biggest difference in care 
quality? 

• Are current measures of quality of care any different for people with 
multiple LTCs ? How suitable are they for people with multiple LTCs? 
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Population management 

I want to ask about taking proactive approaches to the management of 
people with LTCs. Proactive population management - identifying patients 
who might be at increased risk of developing long-term conditions, or 
identifying those with an existing diagnosis whose risk of deterioration is 
increasing. 

7. [ONLY ASK IFTHE INTERVIEWEE IS A PRACTISING GP]. Do you undertake 

any proactive population management of your registered patients? 

• Do you run any screening/preventative/pre-emptive programme to 
identify those most at risk of deterioration or unplanned admission to 
hospital for example? 

• How do you make sure you target this proactive care at the right 
patients ? Is this an accurate method? 

• What sort of interventions do you offer to patients identified as being 
at risk? Do you offer different sorts of care to different patients, 
depending on the level of risk? 

8. What are the pros and cons of GPs taking proactive approaches to 

managing all their registered patients for LTCs (not just those already 

identified with a LTC)? 

• How important do you think this proactive or pre-emptive work is in 
management of LTCs? Is it a key part of the role of the GP? If not, who 
should be offering it? 


Implications for general practice 

Finally, I'd like to ask about the implications of what we've been talking about 
for the general model of general practice used in this country. 

9. Do you think the model of general practice needs to adapt in a broader 
or more fundamental sense in order to meet the needs of patients with 
[insert condition]? 

• If so, how should it adapt? 

10. Do you know of any examples of best practice that would be worth 
investigating as a case example? [single LTC or multiple LTC] 

• Prompt for details and contacts. 

Thank you for participating in this interview about the quality of long-term 
conditions management in general practice. 

Would you be interested in attending an expert seminar in [give date if 
possible] to discuss the quality of long-term conditions management in 
general practice ? 
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Appendix 3 Number and types of expert 
informants interviewed 


Type of informant 



B 




Arthritis 

Dementia 

Diabetes 

Depression 

Total 

GP or GP with a special interest 

3 

3 

2 

5 

13 

LTC nurse or other primary care professional 

1 

1 

1 

1 

4 

PCT commissioner 

1 

- 

1 

0 

2 

Policy-maker 

1 

1 

1 

1 

4 

Academic 

3 

2 

2 

2 

9 

Representative of patient group or society 

2 

4 

2 

1 

9 

Total 

11 

11 

9 

10 

41 
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with long-term 
conditions 

Building the house of care 



Key messages 

■ The management of care for people with long-term conditions should be 
proactive, holistic, preventive and patient-centred. This report describes 
a co-ordinated service delivery model - the ‘house of care’ - that 
incorporates learning from a number of sites in England that have been 
working to achieve these goals. 

■ The house of care model differs from others in two important ways: it 
encompasses all people with long-term conditions, not just those with 
a single disease or in high-risk groups; and it assumes an active role 
for patients, with collaborative personalised care planning at its heart. 
Implementing the model requires health care professionals to abandon 
traditional ways of thinking and behaving, where they see themselves as 
the primary decision-makers, and instead shifting to a partnership model 
in which patients play an active part in determining their own care and 
support needs. 

■ In personalised care planning, clinicians and patients work together 
using a collaborative process of shared decision-making to agree goals, 
identify support needs, develop and implement action plans, and 
monitor progress. This is a continuous process, not a one-off event. 

■ An important feature of the approach is the link between care planning for 
individuals and commissioning for local populations; it aims to make best 
use of local authority services (including social care and public health) and 
community resources, alongside more traditional health services. 


■ The house of care metaphor is used to illustrate the whole-system 

approach, emphasising the interdependency of each part and the various 
components that need to be in place to hold it together. Care planning is at 
the centre of the house; the left wall represents the engaged and informed 
patient, the right wall represents the health care professional committed 
to partnership working, the roof represents organisational systems and 
processes, and the base represents the local commissioning plan. 
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■ Each of these components has been introduced in one or more primary care sites 
around England. While few sites have yet succeeded in putting all the components 
together in one place, all agree on the need to do so to ensure a well-functioning, 
sustainable system. 

■ Building the house involves a wide variety of organisations, professional groups and 
individuals working together in a co-ordinated manner, pooling budgets, sharing data 
and learning how to get better at delivering holistic, co-ordinated, person-centred 
care. The report makes a number of recommendations on how NHS England, clinical 
commissioning groups (CCGs), Health Education England, the Department of Health 
and provider groups can work together to support the transformational change that is 
needed to improve care for people with long-term conditions. 


Background 

The need to improve the treatment and management of long-term conditions is the 
most important challenge facing the NHS. Improving care for people with long-term 
conditions must involve a shift away from a reactive, disease-focused, fragmented model 
of care towards one that is more proactive, holistic and preventive, in which people with 
long-term conditions are encouraged to play a central role in managing their own care. 

It is now widely recognised that the care and support needed to live with a long-term 
condition requires a radical re-design of services, allowing patients to drive the care 
planning process. Yet despite extensive lobbying from patient groups and numerous 
policy documents calling for such change, progress on the ground has been slow, with 
little improvement over the past 10 years. Many of the elements needed to support change 
have been developed, drawing on international best practice, but they remain isolated 
and fragmented. Top-down exhortation and targets have failed to influence change and 
clinical behaviour at the grassroots. 

The missing component - a practical, robust, reproducible and transferable delivery 
system developed by practitioners and service users in England - is now available. Based 
on the house of care developed and tested by the Year of Care programme (Diabetes UK 
etal 2011), this model differs from other approaches in that it takes, as its starting point, 
the active involvement of patients in developing their own care plans through a shared 
decision-making process with clinicians. It is rooted in primary care but addresses the 
whole system of care, including community resources. It also provides commissioning 
groups with a roadmap for developing a responsive, whole-person delivery system. 

More than 3,000 practitioners and 60 trainers working in 26 communities around 
England are now involved in the house of care. Meanwhile, other programmes 
such as QIPP Right Care, Co-creating Health, MAGIC (Making Good Decisions in 
Collaboration), Personal Health Budgets and People Powered Health have developed 
complementary strategies designed to ensure that every person with a long-term 
condition has an opportunity to participate in a collaborative care planning process 
with effective self-management support. 

Earlier in 2013, representatives of these groups and others came together at a workshop 
organised by The King’s Fund to discuss their experiences, share learning and identify 
ways in which this practical knowledge could be applied across the country (see Appendix). 
In preparation for the workshop, we interviewed several participants to gain a deeper 
understanding of how they were tackling the shift to a more collaborative model. 

This report outlines the key points of their collective learning. We describe the building 
blocks that make up the house of care and the strategies developed by local teams to 
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ensure that each of the components is feasible in English primary care settings. We also 
outline some of the difficulties that must be overcome to produce a fully working model, 
The house of care has now been adopted as a central metaphor in NHS England’s plans 
for improving care for people with long-term conditions (McShane and Mitchell 2013). 
It is therefore crucial that commissioners and providers understand the implications of 
this whole-system change and are clear about what needs to be in place to ensure the 
successful implementation of the house of care model. 

We hope this report will provide a good starting point for CCGs and others wanting 
to promote more productive partnerships between patients and clinicians. We believe 
this approach can deliver more effective self-management, better co-ordinated care and 
improved health outcomes for people living with long-term conditions. 


Policy context 

Chronic diseases are now the most common cause of death and disability in England. 
More than 15 million people have a long-term condition such as hypertension, 
depression, asthma, diabetes, coronary heart disease, chronic kidney disease, or other 
health problem or disability for which there is no cure. These people tend to be 
heavy users of health care resources, accounting for at least 50 per cent of all general 
practitioner (GP) appointments, 64 per cent of outpatient appointments and 70 per cent 
of all inpatient bed days (Department of Health 2012a). Special analysis of‘Social Care 
at the End of Life’ project data indicates that an estimated 18 per cent of people with 
long-term conditions are in receipt of state-funded social care (T Georghiou, personal 
communication 2013), and a small proportion of those with the most disabling 
or complex conditions (less than 1 per cent of the total) receive NHS Continuing 
Care support and are currently eligible for personal health budgets (Department of 
Health 2013). 

The prevalence of long-term conditions rises with age, affecting about 50 per cent of 
people aged 50, and 80 per cent of those aged 65. Many older people have more than one 
chronic condition, but in absolute terms there are more people with long-term conditions 
under the age of 65 than in older age groups. 

Recent analysis of patient data from Scotland found that 42 per cent of the population 
had at least one long-term condition and 23 per cent had two or more (Barnett et al 
2012). Most people aged over 65 had multi-morbidities, but the onset of multi-morbidity 
occurred 10-15 years earlier among those living in deprived areas; people in these areas 
were also more likely to experience mental health problems alongside physical illness or 
disability than people in more affluent areas. 

The total number of people with a long-term condition in England is projected to be 
relatively stable over the next 10 years, but the number of people with multiple conditions 
is projected to rise to 2.9 million in 2018, from 1.9 million in 2008 (Department of 
Health 2012a). 

A growing body of evidence underscores the importance of effective self-management 
of long-term conditions (Epping-Jordan et al 2004). People who are more ‘activated’ 

(that is, who recognise that they have an important role in self-managing their condition 
and have the skills and confidence to do so) experience better health outcomes (Greene 
and Hibbard 2012). With effective support and education, evidence shows that these skills 
can be developed and strengthened, even among those who are initially less confident, less 
motivated or have low levels of health literacy (Hibbard and Greene 2013). 

The Chronic Care Model, which has influenced health policy around the world, stresses 
the need to transform health care for people with long-term conditions from a system that 
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is largely reactive - responding mainly when a person is sick - to one that is much more 
proactive, and focuses on supporting patients to self-manage (Wagner 1998). This assumes 
an active role for patients, who are encouraged to become both more knowledgeable about 
factors affecting their condition and more actively involved in decisions about their care. 

It is also based on a conviction that local communities have multiple resources that can be 
mobilised to help people live healthier and more fulfilled lives. 

People with long-term conditions are managing their health on a daily basis, but they may 
need additional help to develop their confidence in fulfilling their role as a self-manager. 
This may include support to enhance their ability to manage their tests or medicines, to 
make changes to their lifestyle or to cope with the emotional and social consequences of 
living with a long-term condition (Corbin and Strauss 1988). Primary care teams that are 
willing and able to signpost their patients to appropriate support, including community 
resources, can do much to improve the quality of people’s lives (Diabetes UK 2011). 

The call for a more person-centred, better co-ordinated approach to managing care for 
people with long-term conditions has been embraced by numerous advisory bodies, 
advocacy groups, governments and international agencies. For instance, National 
Voices - a coalition of more than 140 UK health and social care charities - developed a 
first-person narrative to explain what the gold standard of care looks like. This requires 
making the patient perspective (or that of the service user) the organising principle of 
integrated care, and can be summarised as follows: ‘I can plan my care with people who 
work together to understand me and my carer(s), allow me control, and bring together 
services to achieve the outcomes important to me’ (National Voices 2013). 

A report by the Richmond Group of Charities and The King’s Fund (2012) outlined the 
service components needed to achieve this: 

■ patients engaged in decisions about their care 

■ supported self-management 

■ co-ordinated care 

■ prevention, early diagnosis and intervention 

■ emotional, psychological and practical support. 

These demands have not fallen on deaf ears in Whitehall. The government’s Mandate for 
NHS England requires it to ‘ensure the NHS becomes dramatically better at involving 
patients and their carers, and empowering them to manage and make decisions about their 
own care and treatment’ (Department of Health 2012b). This includes the aspiration that 
everyone with a long-term condition, including those with mental health problems, should 
be offered a personalised care plan that reflects their preferences and agreed decisions. 


Building the house of care 

While there is now a consensus on the need to transform the model of care for people 
with long-term conditions, up until now there has been less clarity about the specific 
changes required. Many integrated care pilot schemes have been launched, most of which 
share the same goal - a new service delivery system that leads to better outcomes for 
specific groups of patients (Nuffield Trust and The King’s Fund 2013; Roland et al 2012; 
Newbould et al 2012; Burt et al 2012; Bardsley et al 2013; Nuffield Trust and Imperial 
College London 2013). But few of these have succeeded in transforming the relationship 
between patients and clinicians. The management and care of long-term conditions still 
tends to be seen as the clinician’s responsibility rather than a collaborative endeavour with 
active patient involvement and effective self-management support. 


4 © The King's Fund 2013 






Delivering better services for people with long-term conditions 


The house of care metaphor was devised to help those working in primary care adapt the 
chronic care model to their own situation. It explicitly places the patient at the heart of 
the delivery system. Its key elements are as follows. 

■ People with long-term conditions are central to the process. They are supported by 
health and social care professionals to express their own needs and decide on their 
own priorities through a process of information-sharing, shared decision-making and 
action planning. 

■ Self-management support and the development of collaborative relationships between 
patients and professionals are at the heart of service delivery. This shifts the focus onto 
the roles and responsibilities of patients as well as professionals, and the systems that 
are needed to support them to fulfil these roles. The ultimate aim is that people should 
have the knowledge, skills and confidence to manage their condition effectively in the 
context of their everyday life. 

■ Tackling health inequalities is a central aim of the house of care. The number of 
long-term conditions and their burden falls disproportionately on people with poor 
health literacy and those in lower socio-economic groups. Tools, skills training and 
ongoing support must be available to identify those who find it harder to engage 
with health issues and may need extra support to do so. 

■ The house of care delivery system aims to ensure that each individual is involved in 
a unified, holistic care planning process with a single care plan. A common set of 
relevant skills and processes reduces the burden of training. 

■ Quality assurance of the philosophy, core approach and skills required is essential to 
ensure that implementation builds on relevant evidence and experiential knowledge, 
which is consistently applied. 

■ Care planning is the gateway to personalisation and/or personal health budgets. 

In 2007, Diabetes UK and the Department of Health launched an ambitious pilot 
project to explore ways of introducing and embedding this new type of delivery system 
into routine care for people with long-term conditions, using diabetes as an exemplar 
(Diabetes UK etal 2011). The starting point was to get primary care staff to model new 
types of collaborative conversations, encouraging patients to articulate their needs, decide 
on priorities, agree goals, and jointly develop a plan for achieving these. The ultimate aim 
was to develop a robust, systematic and reproducible approach, transferable to any setting 
and for people with any long-term condition or more than one condition, while also 
ensuring that each person received a uniquely personalised service. 

Evaluation of the pilot phase of the Year of Care programme revealed improvements 
in patients’ experience of care and in self-care behaviour (Diabetes UK etal 2011). 
Professionals gained new knowledge and skills, leading to greater job satisfaction. Practice 
organisation, teamwork and productivity improved, and progress could be seen across 
relevant clinical indicators after two or three care planning cycles. 

It quickly became apparent that embedding this new approach more widely would 
require fundamental changes to the organisation, delivery and commissioning of primary 
care. The metaphor of a house was used to describe the issues that each primary care 
team needed to address to make care planning possible (Figure 1). 

The house of care reinforces the whole-system approach needed and acts as both 
a metaphor and an implementation checklist. As a metaphor, it emphasises the 
interdependence of each of the components, enabling the new style of clinical 
consultation. If one ‘wall’ is weak, the structure is not fit for purpose. As a checklist, it 
provides a reproducible mechanism to identify the essential processes and systems that 
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Figure 1 The house of care 
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promote awareness, engagement and clarity across clinical teams, stimulating reflection 
on the building blocks available locally and areas that may need prioritisation for 
improvement. 

Personalised care planning is at the centre of the house. This is a collaborative process 
designed to bring together the perspectives and expertise of both the individual and the 
professional(s) involved in providing care, offering tailored personal support to develop 
the confidence and competence needed for effective self-management. 

The two side walls of the house - engaged, informed patients and health care 
professionals committed to partnership working - are equally important. Patients may 
need extra encouragement to participate in a more active way than they are used to, 
so consideration needs to be given to preparing them for this new role. Staff need to 
understand this new way of working, value the contribution that each person can bring 
to their care and develop the skills to support self-management. Partnership working also 
extends to colleagues, as care for people with long-term conditions will increasingly be 
provided by multidisciplinary teams, both within general practice but also linking with 
wider community, social care and specialist staff. 

The roof of the house represents the robust organisational systems that are essential 
to ensure efficient processes, including reliable systems for identifying and contacting 
patients with long-term conditions, flexible appointment systems that support linked 
contacts and allow for longer consultations when necessary, and record systems that can 
be used to document and share care plans, and for monitoring outcomes. 

All this requires the firm foundation of a responsive local commissioning system. Care 
planning itself - and the systems and training needed to support it - must be explicitly 
commissioned; the menu of community groups and services must be developed, and 
a robust measurement system must be in place. 

The house of care model provides a structure for transferring learning from site to site 
in a reproducible way, with each of its elements developed locally, based on local 
needs. The process of transfer is equally important, ensuring that cultural as well as 
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administrative components are reliably addressed. The critical success factors developed 
during repeated cycles of delivery and feedback provide the core of a quality-assured 
training and support programme. 

We now describe each of the five components of the house in more detail, with examples 
of how they are being delivered in primary care settings, drawing on discussions with 
workshop participants and interviewees. We also explore some of the challenges likely to 
be faced when implementing this new delivery system, and our strategies for overcoming 
any barriers. 


The centre of the house - personalised care planning 

From the perspective of a person living with a long-term condition, the contacts they have 
with health and social care services make up only a very small proportion of their daily 
life. The larger part is spent managing their condition(s), drawing on their own resources 
and those available in the wider community - many of which can have a significant 
positive effect on outcomes (Horne etal 2013). 

The few hours per year these individuals currently spend with health care professionals 
are often inadequately used to inform and support them or connect them with others 
who could provide support, representing both poor use of resource and a missed 
opportunity. Personalised care planning directly addresses this problem. 

Collaborative personalised care planning aims to ensure that individuals’ values and 
concerns shape the way in which they are supported to live with and self-manage their 
long-term condition(s). Instead of focusing on a standard set of disease management 
processes, this approach encourages people with long-term conditions to work with 
clinicians to determine their specific needs and express informed preferences for treatment, 
lifestyle change and self-management support. Then, using a decision coaching process, they 
agree goals and action plans for implementing them, as well as a timetable for reviewing 
progress. It is a continuous or cyclical process or pathway involving several steps (Figure 2). 

Where care planning takes place, how frequently, with whom, and how each step is 
designed will vary according to local resources and individuals’ needs. The important 
point is that care planning, implementation and review is a continuous process over 
a period of months or years, not a single one-off event. 

It is acknowledged that having better conversations between clinicians and patients is 
not something that can be achieved without additional effort. Clinicians already have a 
structure for consultations ‘hardwired’ into their daily practice. Old habits die hard, so it 
is important to be clear about what exactly needs to change to implement this new way 
of working. 

The biggest change for clinicians involves recognising that the information about the 
lived experience and personal assets that the patient brings to the care planning process is 
as important as the clinical information in the medical record; processes also need to be 
in place to help the clinician identify and include the patient’s contribution. Once this is 
recognised, the subsequent stages happen more naturally - moving through a systematic 
process of sharing information, discussing options, setting goals and developing an action 
plan (Figure 3). But adopting this new approach requires clinicians to fundamentally 
reconsider their professional role - from working in a reactive system that treats people 
with long-term conditions when they become ill to working in a proactive system that 
supports those people to stay well. This means that clinicians need to work with patients 
in a different way, demanding new skills and knowledge and new ways of thinking, 
and involve themselves in new ways of working to ensure that the ‘person’s story’ is 
effectively included. 
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Figure 2 Care planning-a cyclical process 



A. Preparation: Patients may be invited to attend a preliminary appointment to check progress and 
undergo relevant tests, or they may be sent information by post or email to reflect on prior to a care 
planning appointment. 

B. Coal setting: Patients are encouraged to talk about their experience of living with the condition, their 
beliefs and concerns, their comprehension of and reactions to the information provided, and their values 
and priorities; patient and clinician then work together to articulate the patient's own goals for the future. 

C. Action planning: A plan is jointly developed for achieving these goals, including specific behavioural 
changes if relevant, what to do if new issues arise and identification of appropriate sources of support. 

D. Documenting: These actions are documented for use by clinicians and patients, either as a single shared 
record or two separate records containing appropriate detail for clinician or patient. 

E. Co-ordinating: The clinician is responsible for ensuring that all agreed tests, treatments, education or 
support packages are available to the patient and provided in a timely and well co-ordinated fashion. 

F. Supporting: Patient and clinician agree a schedule for regular, systematic follow-up to maintain progress 
and contact arrangements should any problems occur. 

C. Reviewing: A meeting (face-to-face or remote) during which patient and clinician jointly review progress 
and plan next steps. 


Figure 3 The new consultation - a systematic approach 
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Practitioners with experience of using a collaborative approach to care planning 
emphasised the importance of giving each individual the right amount of time for a 
consultation, and the benefits of a common approach for those with single or multiple 
long-term conditions. In some places, care planning is now being used to signpost 
people to community resources and support and as a first step in designing their 
personal health budgets. 

Clinicians often complain that time pressures get in the way of providing the type of 
personalised care they would like to be able to deliver. Our informants described 
contrasting ways of dealing with this problem. For some, it involved careful prioritisation 
so that the person’s most important issues were focused on first, with planned follow-up 
consultations to deal with secondary issues. For others, it meant offering longer 
consultations for those who needed them, in the belief that this approach makes the 
whole pathway more efficient. 


The right consultation for each patient 

Practices involved in the Year of Care programme offered longer appointments 
for care planning consultations for people with a long-term condition. Most often 
20 minutes was sufficient, especially when tests and examinations were performed 
in advance. A risk stratification approach enabled some to offer 30-40 minute 
appointments when greater needs were identified. 

Nurses took responsibility for consultations with patients whose health condition was 
relatively straightforward, while GPs dealt with those who had multi-morbidities or 
more complex problems. 


Those who had embraced this way of working wanted more specific help to support 
those of their colleagues who were struggling to adapt their consultation styles. They 
also wanted advice on how to help those patients who were finding adopting effective 
self-management skills and making lifestyle changes especially difficult. 

Where care planning had been introduced relatively easily for a single condition such as 
diabetes, participants reflected on the challenge of doing this at scale if every individual 
with a long-term condition were to be included, particularly those with mental health 
issues and learning disabilities. 

Participants and interviewees remarked on the extra administrative complexity of 
organising care planning for people with multiple long-term conditions. While it proved 
challenging to bring together all the clinical issues for each individual with multiple 
conditions into one holistic care plan, the potential benefits of doing so were immense. 

Many of those we talked to commented on the difficulty of knowing just what was 
going on in consultations, and whether the way clinicians and patients worked together 
had really changed. There was a strong demand for better ways of measuring patients’ 
experiences and patient-reported outcomes, so that progress can be carefully monitored. 

While in each case an example of success existed somewhere, there can be little doubt that 
the introduction of care planning on the scale envisaged will require significant changes 
across primary care practice as a whole. 
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Integrated health and care planning 

Community health teams are using care planning with people with complex 
problems, linking them to support services in the community. Training in how to 
do this has been successfully adapted for integrated health and social care teams. 
This approach has been used for people with cardiovascular conditions, those 
with chronic obstructive pulmonary disease, and among older people with 
multiple conditions. 


Care planning offers both a personalised solution for each individual and a means of 
identifying the variety of support needs in a local area. It achieves person-centred 
co-ordinated care by: 

■ linking support for self-management with high-quality clinical care 

■ co-ordinating health and social care across boundaries and teams 

■ signposting to community resources, where appropriate. 

More profoundly, care planning becomes the pivot that transforms a reactive model of 
care, treating patients when they are sick, into a proactive one that aims to help people 
keep active and well for as long as possible. 


The left wall of the house - engaged, informed patients 

Most people want to take more control of their health and would like to be informed and 
involved in discussions about how to manage any conditions they may have. Patients may 
not expect to play a leading role in managing their health and reaching shared decisions 
with health care professionals, so taking active steps to prepare them for this new way of 
working can be helpful. 

While the overall care planning process is cyclical, the need to ensure individual 
engagement in each care planning ‘conversation’ led to the key idea of a two-stage process. 
This involves: (1) actively seeking out the person’s views and providing them with 
personalised information in the form of prompts, decision aids and reflective sheets; 
and (2) building in time to reflect and discuss with family and friends before the 
consultation itself. 

The sharing of information in the ‘two-stage’ consultation was highly valued. This means 
the conversation starts with both parties being better informed. For some, this involved 
collating and sending out test results and explanations, as in the original diabetes pilot; 
for others, signposting to tailored information prescriptions or patient decision aids that 
focus on a planned area of discussion helped to prepare patients for an active role in the 
care planning process. Patients are encouraged to come with a list of issues or concerns 
they would like to discuss with the health professional. This can then be used to set the 
agenda for the care planning consultation. 


Agenda setting 

Bolton Primary Care Trust worked with the Design Council to develop a set of 40 
agenda cards that patients could use to describe how they feel about having diabetes, 
These helped to bring out the hidden dimensions of the challenges of self-care and 
allowed clinicians to spend less time on diagnosis and more time on co-developing 
and agreeing a care plan. 
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Primary care teams have developed a number of pre-consultation tools, including 
questionnaires, reflection sheets and patient decision aids for consultations where specific 
decisions have to be made. 


Decision support 

The Pennine MSK Partnership is a service set up in conjunction with NHS Oldham 
to provide an integrated care pathway for people with musculoskeletal problems. 

The team is led by two GPs with an interest in rheumatology, and a nurse consultant. 

Referral to the team triggers access to specially designed decision aids that tell patients 
about different options for managing their condition, and the pros and cons of each 
option. This prepares them for an active role and encourages shared decision-making. 

A number of evidence-based patient decision aids are now freely available on websites 
such as NHS Choices and Patient.co.uk. 


Collaborative care planning is not confined to primary care; secondary care clinics can 
make good use of it too. 


Care planning in secondary care 

Care planning using a two-stage process is now established in routine diabetes 
outpatient clinics and specialist insulin pump clinics for people with diabetes in 
Nottingham City Hospital . Specialist staff and health care assistants as well as patients 
are enthusiastic about the improved teamwork that has resulted from working and 
training together in this new way. 


Some patients may need additional support to enable them to become effective 
self-managers. This might include referral to structured education programmes, such 
as DESMOND for type 2 diabetes, or six-week generic self-management courses 
such as those run under the auspices of the Expert Patients Programme. Such courses 
can help people to develop practical skills and strategies for dealing with the emotional 
and psychological impact of living with a long-term condition. 

In addition to the educational impact of courses, many patients value the social support 
gained from meeting other people who are living with a long-term condition. Referral to 
community or self-help groups can serve the same function. Self-help groups have the 
added advantage of being user-controlled and not time-limited. 

Outside a care planning format, other approaches to encourage effective involvement 
have been developed, including record access schemes such as Patients Know Best, or 
social marketing campaigns such as Ask 3 Questions (see box on p 12), both of which are 
designed to legitimise the patient’s role as an active partner or co-producer in managing 
their health. 
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Social marketing 

Practices in Newcastle and Cardiff involved in the Health Foundation’s MAGIC 
(Making Good Decisions in Collaboration) project and those involved in the 
Right Care Shared Decision Making programme distributed leaflets encouraging 
patients to ask three questions about their treatment: 

■ What are my options? 

■ What are the pros and cons of each option for me? 

■ How do I get support to make a decision that’s right for me? 

These were accompanied by a video in which patients talked about how they used 
these questions to understand their care and get more involved. The video could be 
accessed on Newcastle Hospital website and was played in practice waiting areas. 


Various strategies have been used to encourage patient participation, including making 
information available about care planning and how people can be involved (either by 
letter or using display screens in waiting rooms), and engaging the wider community, 
local champions and faith groups. 

People told us that the greatest barrier to getting these approaches more widely adopted 
was negative attitudes on the part of health professionals. Health and social care 
professionals may also be unaware of local community and self-help resources and their 
potential benefits. However, experience at a number of sites demonstrated that these 
attitudes could be overcome, given the right support and training. Many primary care 
sites and CCGs have produced directories of community resources to aid information 
exchange and referral. 


The right wall of the house - professionals committed to partnership working 

Health care professionals who do things with people rather than to them can achieve so 
much more, but this is not sufficiently emphasised in most training programmes. On 
first hearing about the collaborative partnership approach required for personalised care 
planning, many clinicians say ‘we do that already’. However, those who attend development 
workshops or training courses quickly learn that there are things they can improve on. Often 
they find that their usual consulting style is not as collaborative as they thought it was. 

Recognising the central role of patients in the day-to-day self-management of their 
conditions, and the professional’s role in supporting each patient to develop the 
knowledge, skills and confidence to be an expert self-manager, is the first step to 
professional engagement. 

Clinicians need to learn to practise a consulting style that is curious, supportive and 
non-judgemental, which uses problem-solving and coaching techniques, and contains 
the following elements (Coulter and Collins 2011): 

■ developing empathy and trust 

■ negotiating agenda setting and prioritising 

■ sharing information 

■ challenging and re-attributing unhelpful beliefs 

■ communicating and managing risk 
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■ supporting deliberation 

■ summarising and feeding back 

■ developing action plans collaboratively 

■ documenting agreed actions 

■ providing practical and emotional follow-up support. 

Judicious use of role play, feedback, self-assessment and lay involvement in skills 
workshops can help to create those ‘light bulb’ moments that are the important first step 
towards developing new attitudes and a commitment to learning new skills. Training 
together as a team or with specialist colleagues can provide an environment that is 
conducive to change and improves partnership working with colleagues too. The good 
news is that once professionals are engaged in shared decision-making with patients 
and actively supporting them in self-management, they often describe it as a better way 
of working. Positive feedback from patients in the form of questionnaire responses 
reinforces the benefits of adopting the approach. 


Developing care planning skills 

Newcastle West Clinical Commissioning Group has provided care planning training 
for GPs across all their 18 practices as part of a People Powered HealtJ project. The 
Year of Care programme team adapted the training to cover mental health issues 
because these tend to get forgotten when staff focus on physical health. 

Role play and interactive DVD exercises were used to create the ‘light bulb’ moments 
when participants realise that, contrary to what they think about involving patients in 
their care, they are not ‘doing it already’. 


Effective leadership from professional bodies will be key to embedding the type of culture 
change that is needed if personalised care planning is to become the norm. Until recently, 
these bodies were disappointingly slow to adopt a leadership role in this area; but a few 
colleges and professional societies have begun to lead the way. 


Clinical leadership 

The Royal College of General Practitioners has announced that care planning is a 
quality marker of best practice in the 21st century. It is embarking on an ambitious 
programme to embed care planning across general practice, starting with the creation 
of communities of practice (each involving 6 to 12 general practices) working on 
specific clinical conditions. Ultimately, the aim is to develop a model that works for 
patients with multi-morbidities and ensures that the competencies to deliver care 
planning are incorporated and assessed in professional training. 

Meanwhile, the loyal College of Physicians has appointed a fellow in shared 
decision-making with a remit to introduce the concept to each of the college’s 
specialist societies and their members, and to share good practice. 
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Numerous courses are now available for clinicians as well as patients, covering a wide 
variety of competencies relevant to the management of long-term conditions, but these 
are of variable quality. Courses that combine a challenge to traditional attitudes and 
behaviours with providing a safe environment in which to practise new skills and identify 
the type of procedures and system changes that are needed have had a strong impact on 
professional behaviour. 


Quality assurance 

The Quality Institute for Self Management Education & Training (QISMET) is 
an independent body that sets standards and certificates providers of training in 
self-management, patient education and self-care. QISMET certification covers all 
aspects of managing and running high-quality education programmes. It is currently 
developing standards for self-management support services. 


The roof of the house - organisational processes 

Many of the primary care teams involved in the Year of Care programme found that they 
needed to adapt their clinic infrastructure and working practices. Some made significant 
changes to the way the workforce was deployed, with more support for administrative 
and task-based roles to free up clinical staff for the longer consultations that were needed. 

The ability to record, analyse and use information in new ways is another key aspect 
in making the system work efficiently, ensuring that patients receive the right level of 
support. For primary care teams, this means knowing their practice population and 
ensuring that they have the capacity to identify people who should be invited to attend 
for care planning consultations. This may involve reviewing and upgrading IT systems in 
a number of respects: to check contact details; for risk stratification and identification; 
to merge results into personalised letters; to facilitate the administration of linked 
appointments; to send out prompts, test results, information prescriptions or decision 
aids; to record patients’ goals; and to ensure that summaries and plans are available in 
written as well as electronic form, for use by patients as well as clinicians. 

Participants reported numerous successes in solving practical issues in specific areas such 
as coding, putting decision aids on the web, developing recall systems and ‘navigators’, and 
using measurement routinely. This provides considerable experience on which to build a 
sophisticated suite of support tools. 


IT systems 

Practices in Kirklees, West Yorkshire, tested IT templates that enable individuals’ goals 
and action plans to be incorporated into the clinical record alongside traditional test 
results. This demonstrated the potential to stimulate practice improvement as well as 
feed into local commissioning plans for community support. 


People at the top of the long-term conditions pyramid (Figure 4) - those with complex 
needs who have the highest risk of needing more intensive care and support - tend to be 
high users of both health and social care. In many places, they have to undergo multiple 
assessments by different health and social care professionals who do not communicate 
with each other. Integrated record systems, data-sharing and pooled budgets are the basic 
building blocks of a more joined-up system that should provide less fragmented care. 
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Data-sharing 

Cumbria Partnership NHS Foundation Trust has made significant investments over 
three years to build robust IT systems that allow data-sharing. As a result, 90 per cent 
of their general practices and community services now use the same system. Clinical 
information can be shared across the local health economy, and it is also possible to 
link with social care data. 


However, despite these successes, IT issues remained the biggest challenge for participants, 
after professional engagement. 

Risk stratification and case-finding systems use a combination of hospital and primary 
care data to predict the likelihood of hospital admission, but some of our informants felt 
that linking in social care data would produce a more complete picture of what is going 
on across their locality. This might enable commissioners to integrate care and target 
resources more accurately. The gold standard would be fully interoperable systems that 
allow data to be shared between different local services. 

A basic issue for many of those we spoke to was how to ensure that the administrative and 
recording functions to support care planning were incorporated as standard in electronic 
health record systems; no one had achieved this completely. 


The foundations of the house - responsive commissioning 

Many commissioning bodies see considerable potential for improving efficiency by 
reducing demand for unscheduled hospital admissions and accident and emergency 
(A&E) attendances. Primary care trusts (PCTs) and now CCGs are making extensive 
use of predictive modelling tools to identify needs and target people at high risk of 
hospital admission in an attempt to control costs - focusing on the top of the long-term 
conditions pyramid (Figure 4). 

Figure 4 Matching support to needs 
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A high-risk approach can be a good place to start; frail older people in particular and 
those approaching the end of their lives have an important need for special support in 
their own right. But since these groups comprise a relatively small proportion of the local 
population, targeting a much wider group with preventive care and self-management 
support is probably a better way to achieve benefits that are measurable across a local 
health economy (Roland and Abel 2012). A comprehensive strategy for all people with 
long-term conditions based on a common approach is what concerns us here. 

The house of care model integrates personalised care planning for individuals with 
responsive commissioning for populations. Individual needs and choices identified 
during the care planning process (micro-level commissioning) are aggregated to provide 
a local commissioning plan (Figure 5). In this way, commissioners can match services to 
their population as well as to each person. 


Figure 5 From care planning to population commissioning 
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The support needs identified during the care planning process may not be confined to 
those normally supplied by traditional health services; community and self-help groups 
can often provide the type of support to people with long-term conditions that statutory 
services tend to ignore (Diabetes UK 2011). Examples include cookery classes to help 
those struggling to eat a healthy diet, gardening projects to encourage physical exercise, 
volunteer befriending schemes to combat social isolation and loneliness, advice centres, 
and peer-led self-help groups. 

This type of‘social prescribing’ depends on staff having good knowledge of what services 
are available in their local community. Mapping local community groups and services 
into electronic health directories to facilitate signposting and referral is an important 
component of the house of care. 
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In some places, community health trainers are being commissioned to offer direct 
information and support where needed (see box). 


Community health trainers 

HealthWORKS Newcastle has recruited and trained local people to work as 
community health trainers, providing a variety of support services for people with 
long-term conditions. For example, health trainers help patients attending the lipid 
clinic at Newcastle’s Royal Victoria Infirmary to improve their lifestyle by linking 
advice and practical support around smoking, stress, diet, alcohol, physical activity 
and obesity. 

Other community health champions, based in local primary schools, are working 
with parents to tackle priority issues such as child health and obesity. 


Encouraging self-help 

Self Help Nottingham has more than 30 years’ experience of supporting self-help 
groups for people with various long-term conditions in Nottingham and across the 
rest of England. 

In addition to helping more than 200 groups to get established, including finding 
funding, organising publicity and campaigning, they provide training courses for 
staff in the principles and practice of shared experience and self-care support. 

They are also working with CCGs, local authorities and voluntary organisations, 
helping them to create supportive environments for self-help groups and to 
systematise self-care support provided by self-help groups and the third sector. 


Aggregating the support needs identified by individuals into a commissioning plan for 
a locality requires robust electronic records and systems for data-sharing. It also requires 
the identification of a portfolio or menu of local services for people to choose from and 
a willingness on the part of commissioners to fund non-traditional services. This might 
include a wide variety of options, from telehealth to peer support, depending on local 
requirements (Diabetes UK 2011). 

Recent evidence suggests that encouraging greater emphasis on anticipatory care, better 
support for self-management and better use of community assets could create greater 
value at lower cost than is possible with the current fragmented network of services. Nesta, 
a UK charity that promotes innovation, has estimated that this could produce savings of 
around £4.4 billion per year if fully implemented (Morioka et al 2013). The evaluation 
of the Personal Health Budgets pilots found that a personalised approach had significant 
positive effects on patients’ quality of life and emotional wellbeing (Forder et al 2012). 

However, these optimistic conclusions were not reflected in the findings of several 
other recent studies of self-management support (Bardsley et al 2013; Kennedy et al 
2013; Bucknall et al 2012; Fan et al 2012). This may be because specific components - 
for example, patient involvement in goal setting and action planning - were not given 
sufficient priority in the evaluated programmes, or it may be due to the difficulties 
inherent in implementing the type of whole-system change that we believe is necessary. 
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At a local level, the importance of human factors cannot be overstressed. Disappointing 
results from some telehealth schemes underline the folly of assuming that the answer lies 
simply in the provision of more technical tools and kit, or relying on single interventions 
without taking account of the local context and the need for system change (Steventon 
et al 2012). Care planning should be monitored to check that it is being practised as 
intended, and commissioners will need to ensure that the menu of care and support 
services is relevant and up to date. The importance of a systematic process to sustain 
this and to link the whole model together, in the form of steering groups and practice 
facilitators, cannot be overemphasised. 

The NHS is awash with small-scale improvement initiatives, but care planning and 
self-management support needs to be implemented across multiple organisations 
covering much wider geographical areas if it is to make a real impact. Success depends 
on building effective local partnerships between NHS, social care, public health and 
community organisations and, where necessary, provision of appropriate support 
from NHS England and other national bodies. 

CCGs will need to be ambitious if they are to change traditional ways of working 
and realise the benefits in terms of better outcomes and greater value for money. Our 
informants assured us that many organisations are keen to raise their game in this way, 
and there are several examples of ambitious strategic plans that are in the process of 
being implemented. 


Investing for change 

Cumbria Clinical Commissioning Group has committed £1 million per year over the 
next three to five years to fund training and skills development for the care of people 
with long-term conditions, including improvement collaboratives, train the trainers 
programmes, pathway development, capacity-building, and management support for 
change and innovation. 


Developing integrated systems 

Kent County Counci aims to provide anticipatory care for people at the highest risk 
by integrating health and social care. The local authority is working closely with NHS 
organisations to apply integrated health and social care assessment and personalised 
care planning, using mechanisms such as pooled budgets, integrated practitioners, 
integrated personal health and social care budgets, patient-held records and linked 
data systems. 


Monitoring progress 

Use of appropriate metrics for monitoring progress is essential in any quality 
improvement programme, and the house of care model is no exception. The methods 
may include obtaining systematic feedback from patients using validated questionnaires 
to check that they are being involved in developing their care plans. Once there is 
agreement on goals and these are linked to reliable measures, then incentives can be put 
in place to encourage improvements. Many of the groups we spoke to had struggled to 
find locally appropriate measures that could be easily applied, analysed and fed back. 
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Metrics to incentivise improvements 

The Personal Health Budgets pilot sites agreed to measure the effects of budget¬ 
holding on bio-medical markers and hospital admissions. No changes were observed 
in the clinical indicators, but admission rates reduced significantly and patients’ 
quality of life and emotional wellbeing improved (Forder et al 2012). 

Measurement was also an important feature of AQuA’s Shared Decision Making project, 
where several patient questionnaires were used to monitor progress, none of which 
was entirely satisfactory. Those involved in the MAGI programmes in Newcastle and 
Cardiff developed special codes that were incorporated into EMIS software packages 
to monitor shared decision-making consultations. 

In some cases, Quality and Outcomes Framework (QOF) scores may be sufficient. 

For example, Tower Hamlets practices were delighted to find that they moved from 
the bottom of the league table for diabetes care to very near the top after introducing 
care planning. 


The purpose of personalised care planning is to ensure that people with long-term 
conditions are given personalised support to develop the knowledge, skills and confidence 
they need to effectively manage their health. Several instruments have been developed 
to measure these attributes, including the Patient Activation Measure (PAM) (Hibbard 
et al 2005), the Patient Enablement Instrument (PEI) (Howie et al 1998), the Patient 
Partnership in Care (PPIC) instrument (Powell et al 2009), the Self-Management Ability 
Scale (SMAS-30) (Cramm et al 2012), the Partners in Health (PIH) scale (Battersby et al 
2003), the Patient Assessment of Chronic Illness Care (PACIC) (Schmittdiel et al 2008) 
and the Consultation and Relational Empathy (CARE) measure (Mercer et al 2004), to 
name a few. 

Commissioners may want to use indicators such as these to monitor the impact of this 
new way of working on population health. CCGs might also want to encourage their 
providers to focus on improving these metrics for people at low levels of activation or 
with low health literacy, thus driving the system to reduce health inequalities. Providers 
might make use of these or other similar measures to ensure that they are undertaking 
personalised care planning and self-management support to the highest possible 
standard. For example, measures of patient experience and decision quality can be used 
to check the extent to which the patient was informed about their options and involved 
in the care planning process. 


Putting all the components together 

Local providers and commissioners need to ensure that all the components of the house 
of care are in place if the desired impacts are to be achieved (Figure 6). This will involve: 

■ acknowledging the philosophy and principles of systematic support for 
self-management (the driver of the delivery system) 

■ identifying accountable leadership 

■ identifying the population involved (risk stratification) 

■ identifying the capacity of individuals to engage in the necessary processes and 
supporting them to do so 
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■ identifying the multidisciplinary teams involved and the roles and responsibilities of 
each team member in order to ensure that care is personalised and co-ordinated 

■ using available evidence-based and quality-assured training 

■ identifying robust metrics, data collection methods, analysis and feedback to 
drive improvement. 


Figure 6 Putting all the components of the house of care in place 
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Overcoming barriers 

Few of those we spoke to had managed to assemble all the various components needed 
for the house of care in one place. While a range of activities are being conducted with 
enthusiasm, they are often isolated efforts. There are also some national barriers that are 
preventing progress, for example, problems related to contracts and incentives in primary 
care, inflexible IT systems and a lack of agreed outcome measures. 

It was often the case that where one primary care team was struggling with a particular 
component, another had found a solution. Ensuring that all components are in place 
is no easy task; but recognising the need to assemble them all in order to construct the 
house in its entirety is the key to effective delivery. 
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The momentum for this new way of working is taking hold across England. Some 3,000 
practitioners in 26 communities have begun to introduce aspects of the house of care 
model via the Year of Care programme - an approach that links attitudes, skills and 
infrastructure. Systematic community support is generally less well incorporated and the 
patchy use of metrics, inflexible IT systems and limited ongoing support mean there is 
still much to do to capitalise on their enthusiasm for this ‘better way of working’. 

However, since few sites have adopted the model in full, with all the components in place, 
we cannot yet be certain that it will deliver the desired results. Studies underline the need 
for caution before assuming that promising blueprints will reliably produce the expected 
outcomes. Yet the discussions and sharing of experience at the workshop organised by 
The King’s Fund generated a great deal of excitement. There was a general consensus 
among participants that a model that starts and ends with an improved patient-clinician 
partnership is worth adopting and should now be pursued with more vigour. 

The time is therefore ripe for a renewed effort to deliver better care for people with 
long-term conditions. Patient organisations are calling for a new approach, and financial 
pressures on the NHS and social care require co-ordinated action to secure better value 
from limited resources. These pressures are especially acute in primary care, encouraging 
professionals to seek a different approach. The Department of Health’s Mandate and the 
NHS Outcomes Framework have set out the new direction for health and social care. 
CCGs now have both the incentive and the opportunity to move this agenda forward. 

Change on the scale needed is not easy, especially when the main barriers involve 
aspects of organisational culture. Implementing the house of care challenges the way 
the workforce is developed and how training is organised and quality assured. There 
is a need not just for better metrics but for better use of those metrics. Current IT 
systems cannot cope with issues such as recording patients’ issues and goals, printing off 
personalised letters and care plans or gathering real-time feedback for clinicians. 

Multi-morbidity - especially where people have complex mental as well as physical 
health problems - poses additional challenges, as the primary care QOF, most clinical 
guidelines, and the most common IT systems and datasets are all structured around 
single conditions. 

However, none of these problems is insurmountable. Co-ordinated action at both local 
and national levels could do much to overcome them. 


The way forward 

The preparation and discussion around The King’s Fund workshop provided a rich 
source of thinking to underpin a new strategy for helping people with long-term 
conditions. Participants focused on what needed to be put in place to make this 
a reality. Three main needs emerged: a clear narrative describing care planning and 
the infrastructure needed to support it (a gap that we hope has now been filled by this 
report); a ‘hub’ for disseminating this narrative, providing a source of support and 
co-ordinating activities; and a ‘coalition of the determined’, each contributing from 
their own perspective, building on the pledges they made at the event and ensuring 
that their activities are aligned with and support the joint endeavour. 

Workshop participants and interviewees suggested various actions that could be taken 
by organisations at different levels in the system to help embed this way of working. 
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NHS England should: 

■ adopt and promote a compelling narrative so that everyone understands what is 
expected of them in respect of care planning for people with long-term conditions 

■ assist a national support unit or hub to help local sites, particularly helping them 
tackle any barriers they encounter 

■ ensure that the GP contract is aligned to support this approach and that its incentives 
reflect the importance of care planning 

■ model the care planning approach through specialist commissioning 

■ develop and test funding mechanisms that facilitate co-ordinated care, including 
the use of non-traditional services such as those provided by community or third 
sector organisations 

■ develop a set of measures that can be used across the system, including patient 
reported experience measures (PREMs) and patient reported outcome measures 
(PROMs), to be used for improvement as well as quality assurance 

■ liaise with suppliers of GP computer systems to encourage the development of care 
planning modules integrated into the main clinical record 

■ liaise with IT companies and others to encourage system interoperability to enable 
data-sharing across service boundaries and the inclusion of self-management 
capabilities and social care data in risk stratification 

■ be ready to de-commission poor-quality primary care services. 


Clinical commissioning groups and primary care teams should: 

■ use the resources and concepts that the delivery system provides to systematically 
re-design services and build their own house of care, actively working with local 
partners to share risks over the medium as well as the short term 

■ work with NHS England to help primary care shift from the current episodic 
approach to caring for patients with long-term conditions to an approach that is more 
anticipatory and planned 

■ be ready to challenge negative attitudes and encourage awareness of new ways of 
working in partnership with patients 

■ monitor the extent to which patients are engaged in decisions, have personalised care 
plans, and receive co-ordinated services and appropriate support for self-management 

■ ensure that good-quality training courses in care planning and self-management 
support are available and that staff are encouraged to attend them, with locum cover 
and back-fill funding when necessary 

■ recognise that provision of occasional ad hoc workshops or courses, however good, 
will not be sufficient to achieve measurable changes in practice; a more strategic 
approach is required 

■ agree common goals for care planning, as well as outcome measures, and provide 
analytical support and feedback 

■ actively work with health and wellbeing boards to ensure that a portfolio of 
commissioned and non-commissioned community or peer support is available and/or 
signposted to patients when necessary 
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■ develop and make available directories of community services and other 
non-traditional self-care support services 

■ ensure that patient records are in good order and contact details are up to date 

■ work to ensure that local electronic health records are fit for care planning and share 
information with other organisations, including those in the community 

■ allow patients to access their electronic medical records and develop shared records 
for care planning. 


Health Education England should: 

■ produce a new workforce development strategy for long-term conditions that is 
aligned with the components of the house of care and supports care planning 

■ ensure that the core competencies for care planning are related to service needs rather 
than professional roles 

■ ensure that primary care and the primary care workforce strategy are adequately 
represented in local education and training boards 

■ work with Royal Colleges, the General Medical Council, the Nursing and Midwifery 
Council, the Health and Care Professions Council and other standard-setting groups 
to ensure that collaborative care planning is a key component and is reflected 

in curricula 

■ work with Royal Colleges and specialist societies to strengthen clinical leadership in 
relation to care planning and systematic support for people with long-term conditions 

■ develop a quality assurance framework for training courses to support people 
with long-term conditions and work with training bodies to ensure that these are 
incorporated in relevant programmes 

■ develop the standards and quality criteria for training courses in shared decision-making, 
care planning and self-management support 

■ work with Royal Colleges and specialist societies to strengthen medical leadership in 
relation to personalised care planning for people with long-term conditions. 


The Department of Health should: 

■ adopt and promote a compelling narrative so that all health and care professionals and 
organisations understand what is expected of them with respect to care planning for 
people with long-term conditions 

■ encourage the National Institute for Health Research, universities, Collaborations for 
Leadership in Applied Health Research and Care, Academic Health Science Networks 
and policy research centres to carry out relevant research into the effects of care 
planning, including evaluation of pilot projects. 
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Conclusion 

The house of care model we have described here is a deliberate simplification of a 
complex delivery system with primary care as its cornerstone and personalised care 
planning at its heart, underpinned by the solid foundation of responsive commissioning. 
Each of the individual components of the model is being implemented in various 
primary and secondary care sites across England. Putting all the components in place at 
the same time has proved challenging, but everyone we spoke to was confident that a fully 
functioning house of care is perfectly feasible within the NHS right now, without needing 
radical system reform. 

However, the projects we have described constitute bold initiatives led by pioneering 
individuals who are willing to take risks. It is unrealistic to rely on these leaders to make 
change happen across the board. It is high time that the barriers to implementing the 
full house of care model were swept away, making it much easier for everyone to do it 
- not just the heroes and heroines. The prize of well co-ordinated personalised care for 
everyone who needs it is within our grasp. Getting there will require a coalition of the 
determined, plus strong support at national as well as local levels. 
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Appendix: Workshop participants and interviewees 


Name 

Job title 

Organisation 

Interviewed 

Sponsors 

Dr Anna Dixon 

Director of Policy 

The King's Fund 


Dr Martin McShane 

Director, Improving the quality of life for people with 
long-term conditions 

NHS England 


Attended event 

Michael Adamson 

Managing Director, Operations 

British Red Cross 


Alison Austin 

Head, Personal Health Budget Team 

Department of Health 

Yes 

Elaine Bayliss 

Programme Manager, National End of Life Care Programme 

NHS Improvement 


Laura Boothman 

Policy Manager 

Arthritis Research UK 


Amanda Cheesley 

Long Term Conditions Adviser 

Royal College of Nursing (RCN) 


Dr Alt Collins 

Clinical Associate 

The Health Foundation 


Sarah Collis 

Director 

Self Help Nottingham 

Yes 

Prof Paul Corrigan 

Management Consultant 

Paul Corrigan 


Dr Angela Coulter 

Visiting Fellow 

The King's Fund 


Ciaran Devane 

Chief Executive 

Macmillan Cancer Support 


Dr Matthew Dolman 

Chair, Clinical Operations Group 

Somerset CCG 


Prof Chris Drinkwater 

Professor 

NHS Alliance 

Yes 

Prof Ray Fitzpatrick 

Professor of Public Health and Primary Care 

University of Oxford 


Prof Judith Hibbard 

International Visiting Fellow 

The King's Fund 


Dr Isabel Hodkinson 

RCGP Lead for Care Planning 

The Tredegar Practice 

Yes 

Ruthe Isden 

Public Services Programme Manager 

Age UK 


Halima Khan 

Director, Public Services Lab 

Nesta 


Dr James Kingsland 

National Clinical Lead 

National Clinical Commissioning Network 


Dr Steven Laitner 

National Clinical Lead for Shared Decision Making 

Department of Health 


Nicola Levitt 

Head of Strategy 

Health Education England 


Dr Nick Lewis-Barned 

Consultant Physician, RCP SDM Clinical Fellow 

Royal College of Physicians (RCP) 

Yes 

Dr Johnny Marshall 

Associate Director 

NHS Confederation 


Prof Nigel Mathers 

Vice Chair 

Royal College of General Practitioners (RCGP) 

Yes 

Dr Ed Mitchell 

Clinical Fellow 

NHS England 


Dr Penny Newman 

GP and Director of Integration 

Colchester Hospital University NHS Foundation Trust 


Dr Alan Nye 

Director 

Pennine MSK Partnership Ltd 

Yes 

Luke O'Shea 

Head of Patient Participation 

NHS England 


Dr Linda Patterson 

Clinical Vice President 

Royal College of Physicians 


Jim Phillips 

Director 

Quality Institute for Self Management 

Education & Training (QISMET) 

Yes 

Dr Joanne Protheroe 

Senior Lecturer in General Practice 

Keele University 


Mat Rawsthorne 

Fellow 

Institute of Mental Health 


Don Redding 

Policy Director 

National Voices 


Sondra Roberto 

Policy Manager 

The Health Foundation 


Dr Sue Roberts 

Chair, Year of Care Partnerships 

Northumbria Healthcare Foundation Trust 


Lara Sonola 

Researcher 

The King's Fund 


Susan Summers 

Head of Long Term Conditions 

NHS England 


Prof Richard Thomson 

Professor of Epidemiology and Public Health 

Newcastle University 

Yes 

Anne Tidmarsh 
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Key messages 


Based on a comparative analysis of five UK-based case studies of care co-ordination 
programmes for people with long-term and complex chronic conditions, this report 
examines key lessons and markers for success in the ‘how’ of care co-ordination that 
might be transferable to different contexts and settings. 

In terms of the process of care co-ordination, the following factors appear to be 
important design features. 

■ At a personal level, a holistic focus that supports service users and carers to become 
more functional, independent and resilient, and to live well by managing their 
conditions in the home environment, is preferable to a purely clinical focus on 
managing or treating medical symptoms. 

■ At a clinical and service level, it is important to encourage multiple referrals into a single 
entry point where care co-ordination can be supported. Named care co-ordinators 

are needed to support the process of care co-ordination by providing a source of 
personal continuity to patients and carers as well as enabling access to care through 
multidisciplinary teams. 

■ At a community level, the role of members of the local community should be seen 
as integral to the care-giving process. Building community awareness and trust 
promotes legitimacy and engagement, which can provide an essential resource within 
care co-ordination programmes. 

■ At a functional level, effective communication between members of the 
multidisciplinary team is essential. There is a need for shared electronic health records 
to support the process, but a ‘high-touch, low-tech’ approach has value in promoting 
face-to-face communication, fostering collaboration and enabling meaningful 
conversations about the needs of patients with complex needs. 

■ At an organisational level, effective targeting of service users is required to prioritise 
care provision. Programmes of care co-ordination need to be localised so that they 
concentrate on specific communities and neighbourhoods. Local leadership and 
long-term commitment from commissioners and providers is important to establish 
a shared vision and to challenge silo-based thinking. 

■ At a system level, integrated health and social care commissioning can support 
longer-term strategies and provide a greater degree of stability. A political narrative 
that supports person-centred care co-ordination provides credibility when developing 
new ways of working. 

When implementing care co-ordination in different contexts and settings, the following 
key lessons can be drawn. 

■ There is a chronic lack of evaluation and measurement on which to judge 
the performance of care co-ordination programmes. This is a fundamental 
weakness; far greater attention is required to measure, evaluate, compare and 
reflect on performance. 
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Key messages 


■ It can take some years for programmes of care co-ordination to mature - and to 
build the necessary legitimacy and capability for them to become accepted by both 
professionals and patients. 

■ Successful approaches to care co-ordination have highly context-specific case histories, 
and models of care cannot simply be transported ‘en bloc’ from one setting to another. 
Understanding one’s own local context is the key to learning lessons and successfully 
transferring approaches from other programmes of care. 

■ Care co-ordination programmes appear to flourish at the neighbourhood level 
where the benefits of engagement with local communities sit alongside the need to 
have close working relationships within multidisciplinary care teams dealing with 
manageable caseloads. 

■ There is potential to scale up operations through building a number of locality-based 
approaches to care under the direction of an umbrella organisation. Such an approach 
might have a bigger impact in improving cost-effectiveness, which otherwise appears 
to be limited. 

■ Care co-ordination needs to be taken forward primarily as a quality improvement 
strategy rather than one specifically aimed at reducing costs. 

■ Across all of the five case study programmes, the apparent disengagement of general 
practitioners (GPs) was a cause for concern; it made information exchange more 
problematic and limited the ability to bring their general knowledge of the patient/ 
family into discussions about care. 

■ Weak links with secondary care need to be addressed to ensure better quality 
transitions from hospital to home, to reduce readmission rates and secure faster access 
to specialist knowledge in the care process. 

■ Models of care co-ordination are likely to be more effective when they operate as ‘fully 
integrated’ provider teams with a degree of operational autonomy. 

■ Without full alignment across the political, regulatory, organisational and professional 
spectrum towards the goals of co-ordinated care, too much reliance is placed on local 
leaders to make change happen. 
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Preface 


Co-ordination of care for people with complex chronic illness is a global challenge. 

Driven by broad shifts in demographics and disease status, age-related chronic and 
complex medical conditions account for the largest share of health care budgets 
internationally (Epping-Jordan et al 2004). However, people living with multiple health 
and social care needs often experience a highly fragmented service, leading to sub-optimal 
care experiences, outcomes and costs. To address this, strategies for care co-ordination 
have been developed in many countries, yet evidence suggests that many such innovations 
have not achieved their objectives and the failure rate has been high (Goodwin 2011). In 
particular, there remains a lack of knowledge about how best to apply care co-ordination 
in practice. 

About this report 

This report brings together the key findings from a two-year research project funded by 
Aetna and the Aetna Foundation (The King’s Fund 2013). The overall aim of the research 
was to understand the components of effective strategies that have been used in the 
United Kingdom to deliver co-ordinated care for people with long-term and complex 
needs. In addition, the research sought to tease out the key lessons and markers for 
success to help identify how care co-ordination could be transferred from the UK to the 
US context. 

The research involved an in-depth investigation of five UK-based programmes of care 
co-ordination for people with complex needs, which were selected on the basis that they 
had been successful in moving towards meeting the ‘Triple Aim’ challenge (Institute for 
Healthcare Improvement 2013) of improved care experiences, better care outcomes and 
more cost-effective service delivery. This report provides a synthesis of our findings. 
Separate reports on the experiences and impact of each of the five case study programmes 
have been published by The King’s Fund (Sonola et al 2013a, 2013b; Thiel et al 2013a, 
2013b, 2013c). A summary of the research methods used to select and investigate the five 
case study sites is provided in Appendix A. 
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Introduction 


What is care co-ordination? 

The term ‘care co-ordination’, like ‘integrated care’, does not have a universally recognised 
definition. For example, it is often used synonymously with ‘case management’, ‘disease 
management’ or ‘multidisciplinary teams’ (McDonald et al 2007). Indeed, the terms 
‘co-ordination’ and ‘integration’ are frequently used interchangeably, though the former 
tends to refer to patient-focused or clinical interventions while the latter focuses on 
organisational or managerial issues (Kodner 2009). The following definition from the 
National Coalition on Care Coordination describes the typical components of the 
approach: 

‘Care coordination is a person-centered, assessment-based, interdisciplinary approach to 
integrating health care and social support services in a cost-effective manner in which an 
individual’s needs and preferences are assessed, a comprehensive care plan is developed, 
and services are managed and monitored by an evidence-based process which typically 
involves a designated lead care coordinator. 

(National Coalition on Care Coordination 2011) 


However, reviews of the concept recognise that care co-ordination may be achieved in 
many different ways to deliver the common objective of facilitating a more proactive 
approach to bringing care services together around the needs of service users (McDonald 
et al 2007; Van Houdt et al 2013). Hence, care co-ordination consists of a range of 
strategies that seek to create more integrated and person-centred care across various 
settings (Hofmarcher et al 2007). Broadly speaking, the approach entails making care 
systems more attentive to the needs of individual patients and ensuring that they get an 
appropriate package of care that seeks to stabilise their health over long periods and in 
less costly environments. Care co-ordination, therefore, is particularly relevant to patients 
with chronic and complex medical conditions who may find it difficult to navigate 
fragmented health care systems. 

The growing importance of care co-ordination in the United 
Kingdom and the United States 

In both the United Kingdom and the United States, despite significantly different systems 
of care {see Table 1), person-centred care co-ordination is now widely recognised as a 
critical component of privately and publicly funded health care. It has been especially 
applied in the clinical management of patients with complex and costly conditions whose 
needs cut across multiple services, providers and settings. 

Table 1 outlines the main differences between the structure of the health and social care 
systems in the United Kingdom (England and Wales only) and the United States. These 
systems differ between the four countries of the United Kingdom (England, Scotland, 
Wales and Northern Ireland). There were no case studies in Scotland or Northern Ireland, 
so these countries have not been included in the table. The table highlights differences 
between England and Wales where applicable. 
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Table 1: Comparison of health and social care systems in the United Kingdom and the 
United States 



United Kingdom (England and Wales) 

United States 

Funding: health 

Taxpayer-funded; private health care insurance 
is available, but the market is small 

Multiple private and public sources, including 
private insurance, Medicare and Medicaid. 

Medicare: a social insurance programme for 
older people and people with disabilities funded 
through a combination of taxes, premiums and 
federal government subsidies. Medicaid: means- 
tested programme jointly run by the federal and 
state governments targeted at people with low 
incomes and insufficient means to pay medical 
bills. Medicaid eligibility and coverage vary from 
state to state 

Funding: social care 

Means-tested taxpayer funding with high 
levels of co-payments and self-funding 

In the United States, social care is called long¬ 
term care (LTC) services and support. Medicaid 
is the dominant source of payment for LTC, 
followed by self-funding and co-payments 

Cost to patient: health 

Health care: free at the point of service 

Health: depends on type of cover. Private: 
depending on health plan, substantial co¬ 
payment and deductibles. Medicare: private 
insurance to cover co-payment and deductibles. 
Medicaid: free at the point of service 

Cost to patient: 

England: patient pays full costs if they have 

LTC: if Medicaid-eligible after meeting income 

social care 

assets of £23,500 or more; costs highly 
variable depending on need and location, and 
can be substantial. Introduction of higher 
self-funding threshold in 2016 will make more 
people eligible for free social care 

Wales: maximum co-payment of £50 per week 

and asset requirements (which vary by state), 
free at point of service 

Commissioning and care 

England: 211 clinical commissioning groups 

There is no commissioning process in the United 

provision: health 

(CCGs) commission services from National 

Health Service (NHS), third sector and 
independent sector providers. Majority of 
services provided by NHS 

Wales: no internal market, regional health 
boards set strategies; no commissioning/ 
provider split 

States per se 

Insurance companies, the state and the federal 
government enter into direct contracts with 
private, third sector and public providers 

The federal government and the states also 
enter into direct contracts under Medicare and 
Medicaid respectively with managed care plans 
and case management and other co-ordinated 
care programmes. Reimbursement arrangements 
in the private market vary by insurer and 
insurance product 

Commissioning and care 

Assessments carried out by social workers 

LTC: see above. Depending on the type of LTC 

provision: social care 

(free); occupational therapists and 
physiotherapists employed by local authorities; 
personal care provided largely by private 
agencies commissioned by local authorities 

programme or service and state, assessments 
carried out by state or county social workers 
and/or nurses or by employees of provider 
organisations 

Role of general 

GP practices are independent businesses 

Primary care in the United States is provided 

practitioner (GP) 

commissioned by the NHS as gatekeepers to 
secondary/specialist care; more than 90% of 
the population are registered with a GP. GPs 
operate increasingly in partnerships such as 
networks or federations. Other organisational 
forms are slowly emerging following the health 
and social care reforms in 2012. Patients can 
choose a GP in a geographically defined area 
near to their home 

by general internists, family physicians and 
nurse practitioners - ie, primary care providers 
(PCPs). Primary care provision can take a 
variety of forms - eg, independent practice 
association, health maintenance organisation 
or medical home 

Regardless of insurance cover or delivery 
arrangement, patient is generally free to choose 
their own PCP 

Community care 

Highly developed, with frequent co-location 
of community care staff in GP practices; low 
staffing levels may be a risk as levels of health 
care provision in the community increase 

Highly developed LTC resources with major 
emphasis on providing home and community- 
based services (the equivalent of social care in 
the United States), especially in state Medicaid 
programmes. Links with primary care can be 
problematic in the fee-for-service sector, but 
strong connections in existing and emerging 
managed care/co-ordinated care/integrated 
care models 
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Table 1: (continued) 



United Kingdom (England and Wales) 

United States 

Sustainability issues: 
health 

Increasing demand on all health services due to 
ageing population; current increase in demand 
on emergency services; £20 billion savings to 
be made by 2015, expectation of austerity/flat 
funding beyond this point 

Increasing demand on all health services largely 
due to ageing population and chronic illness. 
Federal and state concerns about maintaining 
control over rising costs. The financial impact 
of the Patient Protection and Affordable Care 

Act 2010 is a major source of uncertainty with 
regard to sustainability 

Sustainability issues: 
social care 

Local authorities required to make large 
savings, roll-back of services observed in all 
five case study sites 

LTC: see above 

Policy drivers 

Strong drive to improve vertical and horizontal 
integration; health reforms could see new 
providers entering the market in future 

The Patient Protection and Affordable Care Act, 
signed into law in 2010, put in place important 
reforms of the US system; major emphasis placed 
on accountable care organisations and other 
integrated care models, which are taking centre 
stage in public and private markets 


In the United Kingdom, case management and care co-ordination have become well 
established and have typically been provided through multidisciplinary and community- 
based health and social care teams, working to improve care post-discharge from hospital 
and/or to avoid hospitalisations by focusing on ‘at-risk’ individuals in the community (Ross 
et al 2011). While the approach has improved the experiences of users and carers alike, as well 
as enabling more cost-effective care in some localities, evidence for the effectiveness of such 
strategies remains mixed and limited; success appears to be highly dependent on the way in 
which care co-ordination is implemented locally (Curry and Ham 2010; Roland et al 2012). 

In the United States, co-ordinated care arrangements are largely found in integrated 
delivery systems (eg, Kaiser Permanente), health maintenance organisations (HMOs) 
and other special ‘carve out’ managed care programmes (eg, the Program of All-Inclusive 
Care for the Elderly (PACE)) operating within a capitated or budgeted environment. 

Care co-ordination is a prominent feature of programmes supported by Medicare 
and Medicaid. For example, Medicare Advantage health plans, in which 20 per cent of 
Medicare beneficiaries are voluntarily enrolled, routinely provide care co-ordination 
services. 1 Special Needs Plans (SNPs) - a type of Medicare Advantage plan that provides 
intensively targeted care to ‘special needs individuals’ - are designed to improve care 
primarily through improved co-ordination and continuity of care. 2 

In both the United Kingdom and the United States, the need to encourage care 
co-ordination to tackle the rising demands placed on health systems by ageing 
populations with complex needs has become central to national strategies. In England, 
the case for person-centred care co-ordination has moved rapidly up the policy agenda to 
become a central theme in health and social care reform (Goodwin et al 2012). As a result, 
a shared cross-government commitment - the National Collaborative for Integrated Care 
and Support - was created in May 2013 with the aim of creating a new culture of 
co-operation and co-ordination between care sectors. This includes a more ambitious 
vision for rolling out integrated care ‘at scale and pace’ through ‘whole-system’ approaches 
promoted by the Department of Health’s integrated care pioneer programme (Ham and 
Walsh 2013). The governments of Scotland, Wales and Northern Ireland have similarly 
pursued a range of reforms to support health and social care integration, though analysis 


1 Medicare beneficiaries have the option of receiving their benefits under Medicare Part A (hospital) and Part B (medical) through 
these private plans as an alternative to the federally administered traditional Medicare programme. Medicare Advantage plans, 
which are sponsored by for-profit and non-profit insurance and provider organisations, receive a capitated (per enrollee) payment 
to provide these covered services. The benefit package frequently includes benefits beyond the traditional programme (eg, foot 
care, optical services, etc) and may require an additional out-of-pocket premium. 

2 'Special needs individuals' include: institutionalised beneficiaries (ie, nursing home residents); individuals with severe or 
disabling chronic conditions; and, 'dual eligibles' (ie, individuals, usually with complex conditions and needs, who are covered by 
both Medicare and Medicaid). 
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suggests that their focus on organisational restructuring has not necessarily led to the 
successful deployment of effective care co-ordination strategies at the clinical and service 
level (Ham et al 2013). 

In the United States, two key national initiatives have been developed in recent years to 
promote care co-ordination: the ‘medical home’ and the ‘accountable care organisation’ 
(ACO). The medical home model is a physician-led, team-based comprehensive primary 
care model in which care co-ordination and innovative payment methods are designed 
to enhance quality outcomes and cost-effectiveness; medical homes are being developed 
in both the private and the public sectors. ACOs, on the other hand, are networks of 
physicians, hospitals and other health care providers that voluntarily come together and 
are held accountable for the quality and cost of the entire continuum of care delivered 
to a group of patients. While ACOs are being developed in the private sector, they are 
also now a key feature of the Medicare programme, with more than 220 Medicare ACOs 
having been established as of January 2013, potentially covering 4 million enrollees. 
Likewise, many states have shown an interest in the potential of the ACO model to 
co-ordinate care for Medicaid recipients. 

At a national level, the Patient Protection and Affordable Care Act 2010 (ACA) in 
the United States has encouraged greater emphasis on care co-ordination, which has 
become one of six priorities in the recently adopted US National Strategy for Quality 
Improvement in Health Care (Agency for Healthcare Research and Quality 2012). Care 
co-ordination and the companion strategies were selected because of their potential to 
improve health outcomes and increase the effectiveness of care for all Americans. Created 
under the ACA, the strategy will guide local, state and national efforts to promote better 
health and quality of care for Americans. 

Understanding the nature and benefits of care co-ordination: 
the need for closer investigation 

This research involved a non-systematic review of the literature on care co-ordination 
for people with complex needs in order to develop some a priori criteria to act as a frame 
of reference for our investigations and findings. The evidence from this review suggested 
that comprehensive, systems-based solutions to care co-ordination have the potential to 
improve collaboration within and between various parts of the health care enterprise; 
they can encourage patients to become more proactive in the management of their own 
care, and so enable the delivery of better quality services (Devers and Berenson 2009; 

Ham 2010). Successful approaches to care co-ordination were found to contain a range of 
key characteristics (see box opposite), yet the lack of evaluation in this area means there 
is scant evidence to support a positive association between better care co-ordination and 
improved patient experiences, care outcomes and financial efficiencies (Ovretveit 2011). 
This is particularly true for people with complex long-term medical conditions and 
multiple needs (Bodenheimer 2008). 
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Characteristics of successful approaches to care co-ordination 

System level 

■ Universal coverage or an enrolled population with care free at point of use 

■ Primary/community care-led 

■ Emphasis on chronic and long-term care 

■ Emphasis on population health management 

■ Alignment of regulatory frameworks with goals of integrated care 

■ Funding/payment flexibilities to promote integrated care 

■ Workforce educated and skilled in chronic care, teamwork (joint working) and 
care co-ordination 

Organisational level 

■ Strong leadership (clinical and managerial) 

■ Common values and a shared mission 

■ Aligned financial and governance structures 

■ Integrated electronic health records 

■ Responsibility for a defined population or service 

■ A focus on continuous quality measurement and improvement 

Clinical and professional integration 

■ Population management 

■ Case finding and use of risk stratification 

■ Standardised diagnostic and eligibility criteria 

■ Comprehensive joint assessments 

■ Joint care planning 

■ Holistic focus, not disease-based 

■ Single or shared clinical records 

■ Decision support tools such as care guidelines and protocols 

■ Technologies that support continuous and remote patient monitoring 

Service integration 

■ Assisted living/care support in home 

■ Single point of entry 

■ Care co-ordination and care co-ordinators 

■ Case management 

■ Medications management 

■ Centralised information, referral and intake 

■ Multidisciplinary teamwork 

■ Inter-professional networks 

■ Shared accountability for care 

■ Co-location of services 

■ Discharge/transfer agreements to manage care transitions 

■ Supported self-care 

Sources: Bodenheimer 2008; Coleman et al 2009; Curry and Ham 2010; Goodwin et al 2010; 
Ham 2010; Hofmarcher et al 2007; Kodner 2009; McDonald et al 2007; 0vretveit 2011; 

Powell Davies et al 2006; Smith et al 2012; Tsai et al 2005 
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Co-ordinated care for people with complex chronic conditions 


The nature of the evidence in support of effective care co-ordination provides a clear 
message that systemic and organisational changes alone are unlikely to be sufficient 
to drive greater care co-ordination at a clinical and service level, even if they provide a 
supportive framework (Ham et al 2013). As the box above suggests, however, there are a 
range of tools and strategies that may be deployed at the interface between care providers 
and service users. In practice, it appears that multi-component approaches have more 
success in meeting the goals of care co-ordination than those that rely on a single or more 
limited set of delivery strategies (Powell Davies et al 2006), yet the evidence for ‘how to’ 
deliver better care co-ordination remains relatively rare (Curry and Ham 2010). Hence, 
there is a general lack of knowledge about how best to apply (and combine) the various 
strategies and approaches to care co-ordination in practice. 
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Overview of the five care 
co-ordination programmes 


In June 2012, with the support of an international panel of experts, The King’s Fund 
selected five case study programmes from across the United Kingdom that had developed 
a track record in delivering effective care co-ordination for people with chronic or 
medically complex needs in primary and community care settings. Here, we provide a 
summary of the nature of each of these five programmes. 

Midhurst Macmillan Community Specialist Palliative Care 
Service (England) 

The Midhurst Macmillan service is a community-based, consultant-led, specialist palliative 
care programme in West Sussex, England, which covers approximately 150,000 people in a 
largely rural area across three counties. It is jointly funded by the National Health Service 
(NHS) and Macmillan Cancer Support, with a budget of around £1.2 million per year. The 
service enables patients with complex needs who are nearing the end of their lives to be cared 
for at home, and allows them to die in the place of their choosing. The Midhurst service 
caters for approximately one-quarter of all people needing end-of-life care in the area. Most 
patients on the caseload have been diagnosed with cancer, although there are an increasing 
number of referrals for patients with other conditions, including dementia and heart failure. 

The service is run by a multidisciplinary team of nurses and palliative care consultants, 
occupational therapists and physiotherapists, as well as a large group of volunteers. Six 
staff - all clinical nurse specialists - act as care co-ordinators for patients. They are part 
of the multidisciplinary team and work in close co-operation with other care providers in 
the local area to provide palliative care in people’s own homes. Other providers include 
general practitioners (GPs), district nurses, continuing care teams, and volunteers who 
are recruited and managed by Macmillan Cancer Support (Thiel et al 2013a). 

Oxleas Advanced Dementia Service (England) 

The Oxleas Advanced Dementia Service provides palliative care and support to enable 
people with advanced dementia to be cared for at home until their death. It covers the 
boroughs of Bexley, Bromley and Greenwich, in south London. Eligible patients must 
have a diagnosis of moderate to severe advanced dementia, with a range of complex 
mental and physical co-morbidities requiring social care input. A carer (usually a family 
member) must also be able and willing to care for them at home. Patients tend to be in 
the last year of their lives, with an average age of 75. 

The service is led by an old age psychiatrist, with care co-ordination provided by an 
advanced practice nurse, community psychiatric nurse or a community matron who 
specialises in neurology, alongside a dementia social worker. The team has a specific 
focus on supporting carers to provide palliative care; it works closely with other care 
professionals, including occupational therapists, physiotherapists, community mental 
health teams and GPs (Sonola et al 2013a). 
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Co-ordinated care for people with complex chronic conditions 


The Sandwell Esteem Team (England) 

The Sandwell Esteem team, based in the West Midlands, is a holistic primary and 
community care-based approach designed to improve people’s social, mental and 
physical health and wellbeing. The team provides care co-ordination for patients with 
minor to moderate mental health problems, co-morbidities and complex social needs 
in a community characterised by high levels of poverty and ill health, both physical and 
mental. The key aim is to prevent deterioration and admission to secondary care services. 
The team aims to empower patients to take control of their own lives by offering guided 
therapies and tools for self-help, as well as helping patients address their social problems 
by referring them to social and voluntary sector services such as debt advice agencies, 
abuse counselling services or housing agencies. 

The team consists of care co-ordinators (link workers) and is managed by a clinical 
co-ordinator and support manager. It targets people on the severe mental illness (SMI) 
register and receives referrals from secondary, primary and community care organisations 
as well as social care and probation services. Patients can also self-refer. After an initial 
pilot phase of 18 months with assessments on a case-by-case basis, the service has begun 
to develop clear and binding referral criteria (Thiel et al 2013c). 

Community virtual wards in south Devon and Torbay (England) 

The community virtual wards based in GP practices in South Devon and Torbay CCG use 
a predictive risk model to identify patients at risk of admission to hospital, and proactively 
manage them through community-based multidisciplinary teams. Patients are admitted 
to the virtual wards on the basis of their risk score combined with assessments made by 
clinical staff familiar with their case. One of these clinicians also takes on the role of care 
co-ordinator. Patients are typically frail older people and/or those living with multiple 
long-term conditions and co-morbidities. During monthly team meetings attended by GPs, 
community and mental health staff, social workers and voluntary sector representatives, 
patients’ level of risk is discussed and actions are proposed based on their physical and 
social care needs. The multidisciplinary teams also work with emergency and out-of-hours 
services to prevent unnecessary admissions to hospital. Co-ordination with the secondary 
sector and discharge liaison teams seeks to ensure that patients who are admitted to 
hospital can be discharged quickly back to the community (Sonola et al 2013b). 

Community resource teams in Pembrokeshire (Wales) 

Multidisciplinary community resource teams co-ordinate care for people with long-term 
illnesses, co-morbidities and frailty. The aim is to enable patients to remain in their homes 
for as long as possible and to avoid unnecessary hospital admissions. 

The teams consist of community health care staff, social workers and voluntary sector 
representatives. There is also input from GPs and specialist nurses, although this varies 
from team to team. During weekly meetings, team members discuss patients they deem to 
be at high risk of hospital admission, and a care plan is developed to reduce this risk and 
improve the patients’ health and wellbeing. Typically, the team member presenting the 
case will act as care co-ordinator. Patients can also be referred by a professional help desk, 
which accepts calls from individuals as well as from social workers and GPs. All of the 
teams have relationships with the secondary and acute sector to co-ordinate care planning 
when people are discharged from hospital into the community (Thiel et al 2013b). 
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Overview of the five care co-ordination programmes 


Table 2: A comparison of the five programmes providing co-ordinated care in the United Kingdom 



Midhurst Macmillan 

Palliative Care Service 

Sandwell Esteem Team 

Oxleas Advanced 

Dementia Service 

South Devon and Torbay 
virtual wards 

Pembrokeshire 
community resource 
teams 

General 

description 

Consultant-led, 
community-based 
palliative care provision 
for terminally ill patients 
in their homes 

Community-based 
specialist mental health 
and wellbeing services 
for people with mild 
to moderate mental 
health problems 

Consultant-led, 
community-based home 
care for patients with 
advanced dementia 

Community-based 
multidisciplinary teams 
co-ordinating care for 
older people 

Community-based 
integration of health 
and social care services 
for complex case 
management 

Development 

stage 

Well-established service 

embedded in the local 
health geography 

Completed pilot stage, 
full integration into 
borough-wide health 
and wellbeing hub 

Fully developed and 
embedded in local mental 

health trust 

Virtual ward and 
predictive risk model fully 
developed and embedded 
in south Devon; recent 
introduction in Torbay 
(since October 2012). 
Continued work on 
predictive risk model to 
improve accuracy 

Four teams have been 
operating since 2011 as 
part of a long-term plan 
to improve horizontal and 
vertical care co-ordination 

in Pembrokeshire; 

teams are still under 
development and the 
case study site is a work 
in progress 

Objectives 

Enable people to 
die in the place of 
their choosing. Avoid 
unnecessary hospital 
admissions. Improve 
quality of life at end 
of life 

Improve health and 
mental health status 
of people with complex 
problems and improve 
wellbeing in the whole 
community 

Avoid unnecessary 
accident and emergency 
(A&E) admissions and 
discharges to nursing 
homes; provide patients 
with care at place of 
their choosing; relieve 
carer's stress and improve 
patient's quality of life 

Improve quality of care 
to users. Simplify access. 
Reduce number of 
assessments. Improve 
referral times. Improve 
independence. Reduce 
hospitalisations 

Avoid unnecessary A&E 
admissions for patients 
with complex needs. 
Improve discharge 
from hospital. Improve 
social and health care 
co-ordination. Improve 
independence and quality 
of life 

Dates 

2007 to the present 

2006 to the present 

Greenwich: 2007 to the 
present; Bexley: 2011 to 
the present 

2010 to the present 

2011 to the present 

Target population 

Patients with complex 
diseases at the end of 

their lives in need of 
palliative care 

Patients with complex 
mental health problems 
not engaging with 
secondary services and 
new cases identified by 
health practitioners or 
through self-referral 

Patients with advanced 
stage dementia 

Patients with complex 
health needs in need 

of intensive care and 

treatment that can be 

delivered at home with 
the right co-ordination 

People with complex 
health and social 

care needs 

Population 

coverage 

All people with complex 
needs at the end of life 
in an area covering 19 

GP practices (population 
150,000) 

All people in the Borough 
of Sandwell (population 
309,000) 

All people in Greenwich 
(population 255,500) 
and Bexley (population 
232,800) 

All people in GP practices 
in South Devon and 

Torbay CCG (population 
289,000). Virtual wards 
should target the 
top 0.5% of the local 
population at risk of 
hospitalisation 

All people living in 
the area covered by 
Pembrokeshire County 
Council (population 
118,000) 

Caseload 

Around 400 per year 

168 patients during pilot 
phase (2011/12) 

Around 25 patients per 
year in Greenwich and 

20 in Bexley 

0.5% of each practice's 
weighted population - on 
average, 39 beds per 
virtual ward, ranging 
between 11 and 70 

Between 50 and 80 
depending on team size 
and geographic area 

Funders 

50% NHS funding, 50% 
Macmillan Cancer Support 

Fully funded by local 
clinical commissioning 
group with some 
additional funding from 
local authority and third 
sector organisations 

No specific funding; time 
needed for staff to make 

home visits is written into 
job descriptions 

Funded by NHS England 
through use of incentive 
schemes targeted to 
improve quality of care 
in primary care 

Joint funding by health 
and social care system 
in Wales 


© The King's Fund 2013 


9 












Co-ordinated care for people with complex chronic conditions 


Table 2: (continued) 



Midhurst Macmillan 

Palliative Care Service 

Sandwell Esteem Team 

Oxleas Advanced 

Dementia Service 

South Devon and Torbay 
virtual wards 

Pembrokeshire 
community resource 
teams 

Model type 

(organisational 

integration) 

Breadth of 
integration 

Horizontal integration 
in a multidisciplinary 
team with elements 
of vertical integration 
through consultant input, 
and some connections 
to acute and tertiary 
services; strong links to 
primary care services 
(GPs, district nurses) but 
no full integration 

Horizontal integration 
(multidisciplinary team); 
some vertical integration 
with a view to improving 
primary and secondary 
care co-ordination 

Horizontal integration 
(multidisciplinary team) 
with view to expanding 
vertical integration by 
improving co-operation 
with hospitals and 
nursing homes 

Horizontal 

(multidisciplinary teams); 
linkage to secondary and 
ambulance services, but 
no full integration 

Near-complete horizontal 
integration within 
teams, with some 
pooled funding and 
resource use; elements of 
vertical integration with 

acute care 

Degree of 
integration 

Integrated provider model 
on community health 
level; co-ordinated model 
with other care providers 
and social care 

Full integration within 
community and primary 
care; co-operation but 
not integration with 
social care 

Greenwich; full integration 
of community and social 
work team, pooled 
budgets and management 
structures; Bexley: 
social worker is part of 
multidisciplinary team, 
but no integration of 
health and social care 

Fully integrated provider 
model for team; 

co-ordinated model with 
other care providers 

Integrated provider model 
on community health and 
social care level, including 
third sector organisations; 
low but increasing vertical 
integration with acute 
sector and GPs 

Information 

management 

(functional 

integration) 

Use of shared 

electronic medical 

records 

Only within the team. 
Reliance on face-to- 
face and telephone 
conversation to exchange 
information with primary 
care team as well as 

use of notebook at 
patient's home 

Limited - integrated 
community health 
information, with 
data-sharing agreements 
with other providers and 
services (eg, probation). 

No integration with social 
services and GPs 

Limited for both 

Greenwich and Bexley, 
even within teams, 

as mental health and 
community staff use 
different systems. 

Some staff can access 

social care information 
technology (IT) system 
and vice versa. Use 
of mobile phones, 
face-to-face and email 

communication 

Limited - integrated 
community health and 
social care information 
system, with some 
provision for out-of-hours 
services; GP systems 
separate but accessible 
by health and social care 
co-ordinators in GP 
practices 

A system is in place giving 
social and health care 

workers access to each 

other's records, but it is 
complex and slow and 
underused. Staff prefer 
and rely on face-to-face, 
telephone and email 
communication 

Use of risk 

stratification 

Informally through clinical 
assessment. No use of 

a tool 

No 

No 

Yes-virtual wards 
use predictive risk 
modelling tool 

No, although there are 
plans to introduce a tool 

Providers 

(professional 

integration) 

Direct 

Consultants, clinical 
nurse specialists, 
health care assistants, 
physiotherapists, 
occupational therapists 

Care co-ordinators, 
counsellors, GPs, social 
workers, maternal mental 

health workers 

Consultants, social 
workers, district nurses, 
clinical nurse specialists, 
care co-ordinators, 
community matrons 

Care co-ordinators, 
community nurses, 
occupational therapists, 
physiotherapists, social 
workers, GPs, voluntary 
sector, district nurses, 
clinical nurse specialists 

Social workers, district 
nurses, chronic 
conditions specialist 
nurses, physiotherapists, 
occupational therapists, 
resource managers, third 
sector organisations 

Indirect 

District nurses, GPs, home 
care, hospital-based 
consultants, hospices 

Third sector organisations, 
local council, acute trusts, 
specialist care 

Third sector organisations, 
home care, hospital-based 
consultants 

Home care 

GPs, acute sector 
hospitals, home care; 
plans to expand 
integration with GPs 
and acute sector 
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Table 2: (continued) 



Midhurst Macmillan 

Palliative Care Service 

Sandwell Esteem Team 

Oxleas Advanced 

Dementia Service 

South Devon and Torbay 
virtual wards 

Pembrokeshire 
community resource 
teams 

Approach to 
care (service 
integration) 

Single point of 
referral 

Yes - referrals from 
multiple sources 

Yes - one central hub, but 
the team also accepts 
direct referrals from 
probation and maternal 
health services 

Yes - referrals from 
multiple sources 

Yes-cases identified 
through risk stratification 
tool, in some instances by 
team members 

Yes - social care has one 

central hub, but team 
members refer patients 
at the meetings 

Eligibility criteria 

Yes - people at end of life 
with complex needs 

No - although criteria are 
now being developed 

Yes - advanced dementia 

scale 

Yes - as identified by risk 
assessment tool 

No - although criteria are 
now being developed 

Single assessment 

Yes 

Yes 

Yes 

Yes 

Yes 

Care planning 

Yes 

Yes, but strong ad-hoc 
element 

Yes, but strong ad-hoc 
element 

Yes 

Yes, but informal; 
in process of being 
formalised 

Care co-ordinator 

or case manager 

Case manager 

Care co-ordinator 

Care co-ordinator 

Case manager 

Care co-ordinator 

Multidisciplinary 

team 

Yes 

Yes 

Yes 

Yes 

Yes 

Use of financial 

incentives 

No 

Yes 

No 

Yes 

Yes 

Use of non- 

financial 

incentives 

No 

Yes-GP engagement 
through peer pressure and 
mental health training 

No 

Yes - GP engagement 
through peer pressure 

Yes-GP engagement 
through peer pressure 

Engaged users 

(personal 

integration) 

Self-management 

support 

Yes - but limited due to 
patient's status (at end 
of life) 

Yes - very strong element 
delivered throughout the 
programme 

Yes - but limited due 
to patient's advanced 
condition 

Yes - on low level through 
voluntary organisations 
and care co-ordinators 

Yes - through voluntary 
organisations 

Focus on 
supporting 
informal carers 

Limited-carer 

assessment and 
bereavement support 

Yes 

Yes 

Yes - by care co-ordinators 
and voluntary sector 

Yes-through voluntary 
sector support 

Other 

components 

Voluntary sector 
broker 

Yes 

Yes 

No 

Yes 

Yes 

Peer support 

No 

Yes 

No 

No 

No 

Elements of 
co-production 

Yes - patient and 
carer feedback lead to 
organisational service 
adjustments 

Yes - active involvement 
of patients and former 
patients in design of 
services 

No 

No 

No 

Carer assessment 
and support 

Yes - part of patient 

assessment 

Yes - identification and 
registration of carers, 
referral to support 
services 

Yes - identify carers' 
needs on case-by-case 
basis and offer/organise 
support 

Yes - carer registration 
and support from 
voluntary sector 

Yes - assessment 

of carers' needs is a 
routine part of patient 
assessment in Wales 
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Table 2: (continued) 


Midhurst Macmillan 

Palliative Care Service 

Sandwell Esteem Team 

Oxleas Advanced 

Dementia Service 

South Devon and Torbay 
virtual wards 

Pembrokeshire 
community resource 
teams 

Results 

User and 

professional 

experiences 

Patients and carers 
feel supported and less 
anxious; staff have high 
satisfaction levels 

Patients and carers 
feel supported and 
empowered; staff have 
high satisfaction levels 

Patients and carers 
feel supported and less 
anxious; staff have high 
satisfaction levels 

Increased staff motivation 
and positive evaluations 
from GPs 

Team mostly positive 
about the approach, but 
some dissatisfaction 

about workload and lack 
of funding 

Care outcomes 

High levels (>90%) of 
enabling patients to die in 
place of choosing; lower 
A&E admissions compared 
with hospice care 

25 patients on SMI 
register improved and 
discharged from register; 
statistically significant 
improvement on clinical 
and wellbeing scales (with 
no control for regression 
to the mean) 

Improved quality of 
life scores for patients 
and carers 

Improved care 
co-ordination resulting 
in shorter waits and 
improved independence 
(not yet formally 
evaluated) 

Not yet known, although 
anecdotal evidence 
suggests improved 
patient satisfaction 

Utilisation of 

services 

Reduced A&E admissions 

and number of deaths in 
institutional settings 

Some data suggests 
that secondary care use 
is declining, although 
methodologically difficult 
to attribute to Esteem 

Team and Sandwell hub 

Patient audit of 2009 
suggests fewer than 
expected A&E admissions 
and residential care 
admissions for patients 
involved in the service 

Fewer residential 
home placements. 

Initial reduction in A&E 
admissions and length 
of stay has not been 
sustained over time 

2012/13 results: 

reduction in admission 

rates for chronic 
obstructive pulmonary 
disease (COPD) patients. 
Below-average length 


of stay for diabetes, 

COPD and coronary heart 
disease (CHD) patients 
compared with local 
health board averages. 
Almost has the continually 
lowest delayed hospital 
discharge percentages of 
all areas covered by the 
health board 


Cost-effectiveness 


Lower cost of care for 
patients in last 12 
months of life compared 
with hospice care, 
as early referral into 
the service can prevent 
A&E admissions 


Improved system 
performance by efficient 
use of allocated budget 


Reduced costs to NHS and 
social care commissioners 


Improved quality of care 
at no extra cost 


Evaluation of cost still 
ongoing; indications 
of reduced care costs 
through improved care 
co-ordination 
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Approaches to care 
co-ordination: a comparative 
analysis 


Aims and objectives 

As Table 2 illustrates, there are a number of similarities and differences in the approaches 
adopted by each programme to support people with complex health and social care 
needs in their communities. In terms of the key aims and objectives, all five case study 
programmes share a common goal: making a positive difference to the quality of life of 
service users through improving people’s mental and physical wellbeing. In all cases, this 
objective has been linked to measurable care outcomes such as: enabling people to die 
in the place of their own choosing (Midhurst); improving mood (Sandwell); relieving 
carer stress (Midhurst and Oxleas); and enabling greater functional independence (south 
Devon and Pembrokeshire). The primary focus, however, has been to examine the holistic 
needs of service users and identify how they can be supported to manage their complex 
needs and have a better quality of life. This is consistent with evidence which suggests that 
the more successful approaches to managing patients with co-morbidities in primary and 
community care should focus on promoting functional independence rather than disease 
management (Smith etal 2012). 

Avoiding or reducing unnecessary hospital admissions and promoting home-based care 
as an alternative to care provided in institutional settings was also characteristic of all the 
sites (except Sandwell). However, none of the programmes set a specific target to reduce or 
contain costs. While this was implicit to their work, it appears that care co-ordination has 
been taken forward primarily as a quality improvement strategy rather than one designed to 
contain costs. Indeed, while most of the case study programmes were able to demonstrate 
quality improvements, they could demonstrate only a marginal impact on costs (sec below). 

Target populations 

Effective targeting of service users has often been cited as an essential feature of integrated 
care strategies (eg, Kodner 2009; Ross etal 2011). Taking a population management 
approach (as opposed to carve-out disease management strategies) that is designed to look 
holistically at the priority needs of local communities tends to produce better results for 
patients (eg, Ham 2010). Both of these elements were common features across the five case 
study programmes; services were made available to all people across a defined geographic 
area, but then targeted to those in most need, often using explicit inclusion criteria. 

Another core feature of the five care co-ordination programmes is that each tended to 
be specifically targeted at local communities or neighbourhoods (no more than 30,000 
people on average). This approach not only enabled case managers and/or care 
co-ordinators, together with multidisciplinary teams, to work with manageable caseloads, 
but also enabled care co-ordination teams to establish close working relationships 
with other care providers, members of the local community, and patients and carers. 
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Many staff from the five programmes stressed the importance of building community 
awareness of and trust in the model of care they had developed - for example, to 
ensure referrals and to support effective face-to-face communication (see‘Information 
management’, pi7). Across larger geographic areas, such as in south Devon and Torbay 
or Pembrokeshire, a number of multidisciplinary teams have been created to ensure that 
each programme has a locality focus. 

Organisational development 

Another key characteristic of the five programmes is that each underwent a 
developmental phase or piloting process, often with specifically allocated but time- 
limited funds. The developmental histories for each case study programme describe a 
process through which their innovations have survived, adapted and grown, despite the 
feeling that they were often regarded as ‘outside the system’ and lacking some legitimacy. 
Nonetheless, most programmes now describe their approach as ‘embedded’ - ie, it has 
become an accepted way of working within their local health economy - an achievement 
that can take at least six to seven years. 

It has often been said that innovations in integrated care need to be given considerable 
time to ‘bed down’ as organisational models before they can achieve their objectives 
(Goodwin et al 2012) and that there is a maturity model at play in the life-cycle of their 
development (RAND Europe and Ernst & Young 2012). While this research appears 
to support these assertions, two further observations need to be made. First, most 
respondents from the five case study sites felt that their programmes were in a continuous 
state of change that needed constant nurturing. Second, the feeling of being ‘outside 
the system’ has remained manifest, with staff feeling vulnerable to changes in service 
and funding priorities. The most stable programme appears to be in South Devon and 
Torbay CCG, where health and social care commissioners had joined forces to actively 
lead and promote integrated models of care, allowing them to develop over time. 

Organisational model 

All five case study sites had sought to develop strategies of‘horizontal integration’ across 
local communities based on the creation of multidisciplinary teams drawn from a range 
of health and social care agencies. The range of members within these core teams appears 
to demonstrate the importance of a diverse yet ‘dense’ community-based network of 
professionals working closely together. However, there appears to be an exception, in that 
local general practitioners (GPs) are not often central to the care co-ordination process 
and have varying degrees of engagement both within and across the case study sites. 

This lack of engagement from GPs represents a curious paradox, as one of their core roles 
is to provide continuity of care to local people and act as the patient’s advocate through 
referrals to other services. This phenomenon does not appear to be limited to the United 
Kingdom; possible reasons for it include (after Goodwin et al forthcoming): 

■ GPs’ preference to work as independent practitioners 

■ a payment model that places the work of GPs outside the wider health and social 
care system 

■ the lack of time to get involved in care planning (for example), given intense 
workloads 

■ lack of sufficient remuneration for the work involved. 

As a result, success in fostering relationships with GPs varied greatly across the five case 
study sites. GPs had the strongest involvement in south Devon and Torbay, where the 
virtual wards are hosted by each GP practice, placing GPs at the heart of the model; direct 
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financial incentives for GPs and practice staff also mean they are fully involved in the care 
co-ordination process. In contrast, the Oxleas model is hosted by a secondary care provider, 
distancing professionals from GP practices and making it more difficult for specialist 
nurses and community matrons to develop strong links to primary care. Positioning and 
remuneration, then, seem crucial when it comes to engaging GPs in care co-ordination. 

While the multidisciplinary teams in each programme had moved in the direction of 
becoming fully integrated community-based models of care - some with separate funding 
and governance arrangements - the degree of‘vertical integration’ with hospitals appears 
to have remained weak. At best, the case study sites had managed to create ‘linkages’ - for 
example, with key clinicians to share information and/or raise awareness, or to develop 
strategies to avoid unnecessary hospital admissions and to secure early discharge - but all 
sites reported this as under-developed and cited the need to develop better relationships 
with hospitals, especially when managing effective care transitions from hospital to home. 

Funding 

One of the areas where there was little commonality was in the way co-ordinated 
care programmes were being funded. Indeed, the funding histories across the five 
sites show how programme leaders have had to take an entrepreneurial approach to 
finding resources to support their innovations, particularly in the early stages. Two 
sites (south Devon and Pembrokeshire) had become ‘fully funded’ by joint health and 
social care commissioners, who also played an important role in leading and promoting 
the programmes. In Sandwell, resources have been pulled in from a range of different 
funding streams controlled by local clinical commissioning groups, but with additional 
funding drawn from a range of sources, including the local authority and third sector 
organisations. In Midhurst, 50 per cent of the programme costs each year have been 
supported by the Macmillan Cancer Support charity, with the remainder drawn from 
local clinical commissioning groups. In Oxleas, resources for the programme have been 
secured from internal funding within the trust. 

Of all the challenges faced by the five care co-ordination programmes, funding was most 
often cited as the greatest concern. This was particularly the case in three areas - Oxleas, 
Midhurst and Sandwell - where their financial sustainability was reliant on multiple 
funding sources that were not guaranteed to be available in future years. For example, 
in Midhurst, there had been discussions about phasing out the charitable element to the 
programme’s funding. In Oxleas, future funding for staff remained unclear due to limited 
overall resources in the trust, and potentially differing priorities. Prospects for longer-term 
funding seemed more stable in south Devon and Pembrokeshire, where support from a 
single commissioner using pooled health and social care funds was available; but even here, 
the wider context of a squeeze on public sector budgets has brought doubts about future 
levels of investment. As a result, all programmes felt somewhat ‘at risk’ financially, although 
this was clearly a more pressing problem among those with multiple sources of funding. 

Approach to care 

A common approach across the five case study programmes was to encourage referrals from 
multiple sources, often including patients and family (see‘Engaged communities’, pl8). To 
overcome the potential challenges of managing such a process, and the additional costs 
implied, all programmes developed a single point of entry through which new referrals 
would be managed. All programmes then filtered cases through to their multidisciplinary 
teams to undertake case reviews, initiate assessments and develop care packages. The ability 
to generate referrals from multiple sources was seen as a key aspect of success - for example, 
in Sandwell and Midhurst, this meant support could be provided to people before they 
experienced a crisis (and so avoiding unnecessary hospital admissions, for instance). 
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All five programmes had an explicit focus on supporting people to live at home and used 
multidisciplinary and community-based teams as a means to achieve that. The teams 
typically utilised the skills of specialist nurses, primary care professionals, social care 
staff, allied health professionals and the voluntary sector, to conduct holistic assessments 
which take health and social care needs into account. None of the programmes had a 
pre-defined care package; they preferred instead to draw on all resources available locally 
to tailor care directly to the needs of individual service users. A care co-ordinator acts as a 
single point of contact and works with the patient, their carer(s) and the multidisciplinary 
team to develop a care plan. Once this has been agreed, the co-ordinators work with the 
team, the patient, the patient’s family and other care providers to deliver co-ordinated and 
coherent care. Personal continuity of care is actively encouraged, and the care teams work 
hard to ensure an immediate response to care needs as they arise. 

Care co-ordinators 

The role of the care co-ordinator appears to have been crucial in enabling the 
programmes to deliver their objectives effectively. In other words, co-ordinating care 
around the needs of patients and carers requires a dedicated staff member to facilitate the 
process. However, the role of care co-ordinator is far more than simply navigating people 
between care providers. The care co-ordinator role is multi-faceted, and includes: 

■ providing personal continuity of care to the patient/carer, acting as a key point of 
contact for care 

■ being the patient’s advocate in navigating across multiple services and settings 

■ providing care directly in the home environment (by case managers with 
advanced skills) 

■ ensuring that professionals within the multidisciplinary team are kept informed of the 
patient/carer’s situation 

■ taking accountability for the provision of care and ensuring that care packages are put 
in place and delivered 

■ communicating with the wider network of providers (outside of the core 
multidisciplinary team) so that information about the patient/carer is shared and any 
actions required are followed up. 

These key functions of the care co-ordinator were consistent across the five programmes 
despite differences in the nature of the patient group being served and whether they were 
located in rural or urban settings, affluent or deprived communities, or dealing with 
smaller or larger caseloads. However, the type of person undertaking the care 
co-ordination function varied greatly. Most care co-ordinators had been community or 
specialist nurses, yet the role has also been taken on by non-clinical ‘link workers’ (in 
Sandwell) and health and social care co-ordinators (in Torbay). There appears to be a 
continuum from the non-clinical approach - primarily providing personal continuity to 
service users and acting as their advocate to ensure that care is co-ordinated around their 
needs - to the clinical approach, in which a case manager would also be able to provide 
clinical care directly (see also Goodwin et al forthcoming). 

None of the care co-ordinators had received any specialist training for the role, but all 
reported having good ‘people skills’ and in-depth knowledge about the local community. 
Most had lived and worked in their community for several years, acquiring a good 
understanding of the local health or social care system, which helped them to support 
patients in negotiating between care providers. Building effective working relationships 
between care co-ordinators, multidisciplinary teams and wider service providers has been 
important in supporting better co-ordination. 
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Team culture 

Feedback from programme participants combined with observational analysis revealed 
that all five of the programmes placed considerable emphasis on team-building and 
networking within the core multidisciplinary teams providing care. It was commonly 
reported that building a supportive team culture did not happen in a vacuum; it required 
continual nurturing over time to reinforce the shared vision and personal commitments 
needed to enable the programmes to succeed. Indeed, one characteristic underpinning 
the success of each case study programme was the personal commitment demonstrated 
by staff - both managers and professionals - to go that ‘extra mile’ by working beyond the 
boundaries of their job description in order to achieve the best results for their patients, 
and in supporting colleagues to do the same. We found a range of explicit strategies that 
promoted a strong ethos among staff to ‘do the right thing’ - for example: promoting the 
needs of patients before their own needs; supporting knowledge-sharing; and enabling 
role substitution through staff empowerment. 

Developing a collaborative culture has often been put forward as a key ingredient of 
integrated care. What was striking in our research was the consistent emphasis placed 
on ‘creating energy for change’ through an ability to build social capital and promote 
engagement and learning between partners in care across the local community. This took 
considerable time and effort and sometimes meant that progress was slow as a result; yet 
it was also recognised as a necessary process and catalyst for change. 

Information management 

Approaches to information management varied widely, but the lack of access to shared 
electronic health records was a common issue. In all sites, it was reported that a significant 
amount of time and effort had, therefore, to be placed on interpersonal communication 
between members of the multidisciplinary team, but also with other care providers such 
as GPs. Strategies included face-to-face meetings, ensuring telephone or email follow-ups, 
and creating joint records through notes left at patients’ homes. All of these strategies were 
witnessed - for example, in the Midhurst programme, where responsibility for keeping 
everyone informed was taken forward by the clinical nurse specialists acting as the patient’s 
care co-ordinator. This included attending regular meetings in each GP practice to report 
back on patient care and to seek input and advice from all team members. In all five 
programmes, the regular multidisciplinary team meeting was the hub of communication 
and knowledge exchange, where specific cases (current and new) were discussed. 

This ‘low-tech, high-touch’ approach was viewed by professionals as both a challenge to 
be overcome but also as an asset to be retained. All sites reported that the effectiveness 
of decision-making and communication could be significantly improved through access 
to shared health care records and better technology. The process of checking records 
on separate health and social care systems, for example, was seen as onerous, and 
keeping all partners well informed of a patient’s situation was highly time-consuming. 
However, it was commonly reported that there was great value to this level of face-to- 
face communication with colleagues as a way of building trust, fostering collaboration 
and having more meaningful conversations about the needs of patients with complex 
conditions. Hence, information technology (IT) was seen as a potential tool to improve 
communication, but personal interactions remained essential. 

In the absence of data to support risk stratification, developing community awareness 
and vibrant networks of communication between partners in care and the community 
has enabled co-ordinated care teams to get earlier warning of people in need of care who 
might otherwise have fallen into crisis. Such networking, for example, was reported as 
being particularly important in identifying people nearing the end of life and referring 
them to Midhurst, and so helping to support them at home without the need for 
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hospitalisation. In Sandwell, strong community-based networks have enabled earlier 
referrals from people with mental health needs who would not otherwise have been 
supported. Hence, while the lack of integrated medical records was seen as a potential 
disadvantage, the case study programmes placed great importance on networking 
strategies to ensure effective communication about the needs of service users. 

Engaged users 

Without exception, all five programmes sought to promote engagement with service users 
and their informal carers or family members. Indeed, all had developed explicit strategies 
and tools to support self-management, with a specific emphasis on undertaking carer and 
family assessments on which to build a range of support packages to meet each patient’s 
needs. For patients with complex needs, especially those nearing the end of life (Midhurst 
and Oxleas), building resilience among carers to cope with supporting the long-term 
management of patients at home has been a key strategy. All sites were aware that shifting 
care for patients with complex needs into the home environment would place added burdens 
and responsibilities on carers; focusing on the needs of carers directly has therefore proven 
to be effective in helping to alleviate stress and anxiety, resulting in positive views about the 
programmes among patients and their carers. This approach typically included bereavement 
support and counselling after death. However, there was less evidence within the sites of 
shared decision-making with patients and carers (for example, during care planning). 

Engaged communities 

Community engagement, incorporating the voluntary sector, has also proved central 
to what the five case study programmes have been able to achieve. In Midhurst, 
Pembrokeshire and south Devon (but not yet in Torbay), the voluntary sector has been 
brought into the core multidisciplinary team. In south Devon and Pembrokeshire, 
volunteer ‘brokers’ attend team meetings, taking part in the discussion of cases and 
development of care plans; while in Midhurst, the volunteer co-ordinator plays the same 
role and uses this information to identify and deploy volunteers matched to individual 
patients. In Sandwell, community groups are engaged as partners in care and many 
members of the community (including previous service users) have taken on specific 
support roles. In addition to utilising volunteers within the care programmes, all sites 
placed a premium on building community awareness and trust with local populations as 
a strategy to ensure that people knew their services were available and would therefore be 
more likely to recommend and signpost friends and family to the programmes. 

Evaluation of impact 

The five care co-ordination programmes were selected in an open competition to be part of 
the case study research (see Appendix A). A key criterion for selection was that each had to 
have been able to demonstrate evidence of a positive impact on one or more (but preferably 
all) of the following: patient experiences, care outcomes and cost-effectiveness. However, the 
results of the application process revealed a chronic lack of attention to demonstrating and 
measuring outcomes. Few programmes used patient feedback proactively to reflect on care 
services provided; information on care outcomes was not routinely collected; and changes 
to the utilisation and costs of services have been rudimentary (Goodwin 2012). 

The business of monitoring and measuring outcomes on care co-ordination therefore does 
not appear to be strongly valued (culturally or managerially) in the National Health Service 
(NHS) as a way of judging performance. It should be stressed that this problem is not just 
confined to the NHS and the United Kingdom; international studies have also shown this 
to be a problem, especially in publicly funded health systems (Goodwin et al forthcoming). 
This lack of evidence for care co-ordination is a key reason why there are relatively few 
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demonstrable examples of success (Ham and Walsh 2013) and may partly explain why such 
innovations often fail to progress past the pilot phase into mainstream thinking and practice 
(Goodwin etal 2012). 

However, all five case study programmes were in the process of developing robust 
methods to demonstrate impact, though none had actively developed such strategies from 
the outset. As Table 2 (on pl2) shows, all the sites were able to provide some evidence to 
support the beneficial impact of their programmes. However, the quality and robustness 
of this evidence can best be described as weak, with only one programme (Midhurst) 
having conducted an independent evaluation (Thiel et al 2013a). 

When reviewing impact data from the five sites, one of the key concerns was the 
methodological weaknesses that affected whether improvements could be directly ascribed 
to each programme’s work. For example, statistically significant improvements in the 
mental health of patients in San dwell may have been the result of‘regression to the mean’ 
rather than the direct efforts of the Esteem Team to improve clinical outcomes. Similarly, 
reduction in hospital admissions for patients with chronic obstructive pulmonary disease 
(COPD) in Pembrokeshire over one year may have been random, so attributing outcomes 
directly to the work of the community resource teams is problematic. 

A common objective across all the care co-ordination programmes has been to support 
people to live at home to avoid unnecessary hospitalisation. Yet it is difficult to ascertain 
how many hospital admissions may have been avoided. Apart from Midhurst, no site has 
carried out a study comparing outcomes for their patient population with a group that 
did not receive the intervention. 

Supporting an evaluation study with control groups was seen as too expensive or too 
time-consuming for most programmes to contemplate. In terms of patient and carer 
experiences, most case study sites had undertaken some kind of investigation in the 
form of questionnaires, focus groups or narrative case studies. However, no quantitative 
evidence was available, either because the sites had not carried out large-scale surveys or 
because their approach was at a relatively early stage. 

The lack of robust evidence on cost-effectiveness and the problems related to attribution 
are common problems in this field. Recent evaluations of 16 integrated care pilots and 
30 integrated community care projects in the United Kingdom have identified similar 
methodological difficulties (Bardsley etal 2013; RAND Europe and Ernst & Young 2012). 
Nonetheless, despite these methodological constraints, the overall evidence across the five 
case study programmes suggests that it is legitimate to claim that care co-ordination can 
improve the quality and experience of care for patients with complex conditions without 
adding to overall system costs. However, the likelihood of care co-ordination being able 
to generate significant cost savings is low when delivered at the scale on which the five 
case study programmes were operating. Given that none of them had an explicit objective 
to generate financial savings, the strategy they have followed can best be described as 
one of quality improvement rather than cost reduction. The inability to demonstrate 
cost-effectiveness, however, is a weakness that may have negative consequences given the 
tentative nature of ongoing funding. 


© The King's Fund 2013 


19 




Co-ordinated care for people with complex chronic conditions 


20 


© The King's Fund 2013 




Building care co-ordination 
programmes: key challenges 
and facilitators 


Key challenges 

It takes time to build an effective programme of care co-ordination, and the history of 
the five case study sites reveals that this path has not been easy. A number of common 
challenges emerged, and fundamental to these is the fact that care co-ordination 
programmes have been developed within systems of care that do not treat such 
innovation as ‘core business’. Silo-based thinking and existing medical paradigms have 
perhaps been the greatest challenges at the clinical and service level. In Midhurst and 
Oxleas, for example, both programmes needed to convince other care professionals - 
particularly specialists - that it was possible to provide palliative care in people’s own 
homes, without the need for hospital beds. 

There was often strong reluctance to refer patients to programmes that were seen as 
outside existing professional norms and values, which is why all five sites emphasised 
the need to ‘win hearts and minds’ to ensure that their service was accepted and used. 

All programmes reported making huge efforts to ensure effective communication 
between partners in care, with most heavily reliant on face-to-face communication, 
email exchanges (where permissible) and telephone conversations. The lack of integrated 
information technology (IT) systems to better support information exchange has proved 
to be a major challenge for all sites due to the incompatibility of existing health and social 
care IT systems; as a result, the time burden related to communication has been heavy. 

Funding has been, and remains, a significant concern. As discussed in the comparative 
analysis above, a key challenge to the future of the programmes has been the ability to 
find longer-term and more secure resources. This has been a particular problem where 
funding has had to be drawn from multiple sources on a time-limited basis, increasing 
the complexity of relationships across different funders as well as adding to the feeling of 
being ‘at risk’. In contrast, having a single source of funding, as in the commissioner-led 
schemes in south Devon and Pembrokeshire, has enabled a greater degree of stability. 

Yet even where funding has been secured for the long term, it is often seen as insufficient 
to increase staffing levels, fund enhancements, and meet ever-increasing demands 
from patients. 

All sites agreed that the lack of general practitioner (GP) engagement had contributed 
to slower than anticipated progress, in terms of the ability both to provide effective care 
co-ordination and to ensure referrals into their programmes. A variety of strategies to 
improve GP engagement have been used - for example, financial incentives, information 
sessions and attending regular GP meetings. However, none of the programmes had yet 
achieved the desired level of engagement with GPs other than in south Devon, where 
virtual wards were hosted by GP practices. 
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A final key challenge identified by the case study programmes was the provision of 
effective care co-ordination for people living in remote and rural locations. Providing 
home-based care that can respond quickly to people’s needs appears to be a hallmark 
of the strategies developed to support people with complex needs; yet rurality and its 
associated challenges (covering long distances, which reduces capacity and increases 
costs) has presented particular problems for the case study programmes. In both south 
Devon and Pembrokeshire, interviewees remarked how it was far more difficult in remote 
locations to identify complex cases earlier and so help prevent deterioration through 
packages of care support. 

Key facilitators 

While staff involved in the programmes often described having to think laterally to 
work around existing regulatory and organisational rules in order to establish their 
programmes, there was a sense that each had benefited from a supportive political 
narrative that actively encouraged the development of person-centred care co-ordination. 
Indeed, depending on the nature of the patient group, programme leaders used the 
leverage contained in best practice guidance to justify continued funding and support. 

For example, the Sandwell Esteem Team was helped by policies seeking to increase access 
to psychological therapies (IAPT), while in Oxleas, the programme was supported by a 
national strategy to improve diagnosis and treatment of dementia patients in primary and 
secondary care. National efforts to improve end-of-life care and to enable people to die in 
a place of their choosing had also given added credibility to the Midhurst programme. 

Consistent with other experiences where integrated care has been effectively implemented 
(eg, Ham and Walsh 2013), local leadership and commitment have been essential 
ingredients. In each of the case study programmes, interviewees identified between 
one and three key leaders responsible for the successful development and operation of 
their programmes. These people’s dedication to improving services for patients and 
their ability to not be limited by the status quo was seen as essential for initiating the 
programmes and challenging perceived wisdom about how care can best be provided. 
Long-term association with the programmes was also seen as essential in providing the 
‘leadership continuity’ required to drive through innovation and change. 

Closely related to the dedication of key staff was the development of a clear joint vision 
for how better patient care could be achieved. All interviewees agreed that success hinged 
on ensuring that this vision was shared by all stakeholders (staff, external organisations, 
patients and carers, voluntary sector organisations, etc); indeed, many interviewees 
pointed to the fact that present-day problems in care delivery could be traced to a past 
lack of engagement with, or by, a particular group of stakeholders. 

A key feature accounting for the success achieved by all five programmes has been their 
ability to react flexibly to the changing needs of patients. There are no pre-defined care 
packages; care plans are developed together with patients and carers and are tailored 
to meet their needs. The ability to react in real time to sudden changes in a patient’s 
condition was seen as crucial for patients with complex needs, whose health status can 
deteriorate quickly and for whom the progress of their illness can be unpredictable. The 
programmes used a range of strategies that promoted a strong ethos among staff to 
‘do the right thing’ - for example: promoting the needs of patients before themselves; 
supporting knowledge-sharing; and enabling role substitution and subsidiarity through 
staff empowerment. Allowing professionals to ‘use common sense’ (specifically for 
non-clinical care) meant that many had undertaken tasks that may not be strictly 
related to their professional roles, but have resulted in faster and appropriate 
intervention for the patient. 
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Finally, a critical component of care co-ordination for people with complex needs is 
the unpaid support provided to patients by informal carers, family and volunteers from 
the local community. The ability to support people to live at home, or to ensure that 
an effective ‘early warning’ system is in place before they fall into crisis, requires 24/7 
support that cannot be provided by the limited resources available to health and social 
care teams. This seems especially important for highly vulnerable patients nearing the 
end of life. Experiences from the Midhurst Macmillan Service and Oxleas Advanced 
Dementia Service show the central importance of family members and volunteers in 
fulfilling such roles. Both programmes have invested in building the resilience of carers to 
support patients at home and in engaging with the wider community to provide a range 
of essential ‘low-level’ support services that help people remain independent and at home 
for longer. 
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Conclusions 


The purpose of this report has been to uncover the key lessons and markers for success 
in how care co-ordination might be effectively transferred between different contexts and 
settings. Findings from our research into five UK-based case study programmes suggest 
that there are a number of transferable lessons in how to approach care co-ordination 
for people with complex needs at a clinical and service level; yet the success of such 
approaches can be significantly influenced by the contexts within which programmes 
operate. Hence, a multi-level analysis has been provided here to describe the key success 
factors in building and delivering an effective programme of care co-ordination. 

Personal level 

■ Care co-ordination for people with complex needs requires a holistic focus on the 
needs of both patients and carers. 

■ Explicit strategies are required that promote engagement with service users, 
particularly to promote self-management through a range of support packages that 
meet their needs. 

■ Approaches appear to be more effective where they focus on promoting 
functional independence and wellbeing, enabling people to cope and live 
well with their conditions rather than a purely clinical focus on managing or 
treating medical symptoms. 

■ Building resilience among carers is important in the promotion of home-based care 
and can be effective in alleviating stress and anxiety. 

■ Relational continuity of care with named care co-ordinators is highly valued 
and, by having just one person to call, can enable real-time issues to be dealt 
with more effectively. 

Clinical and service levels 

■ Supporting referrals from multiple sources, including directly from those living in the 
community, can enable professionals to put services in place before crises occur. 

■ Having a single point of entry helps co-ordinate these referrals more effectively and 
provides a single contact point for patients and carers. 

■ The role of the care co-ordinator appears to be crucial in supporting the management 
of referrals and enabling programmes to deliver their objectives effectively. 

■ The care co-ordinator role is flexible and multi-faceted, and can include: 

- managing referrals 

- providing personal continuity of care to the patient/carer and taking accountability 
to ensure that care packages are put in place and delivered 

- being the patient’s advocate in ensuring that professionals within the 
multidisciplinary team are kept informed of the patient/carer’s situation 

- providing care directly in the home environment 
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- communicating with the wider network of providers (outside of the core 
multidisciplinary team) so that information about the patient/carer is shared and 
that any actions required are followed up 

- helping patients to navigate across multiple services and settings. 

■ Care co-ordinators need to be imbued with responsibility and power to exert influence 
within the local health system. Without this they can become isolated, demoralised 
and ineffective. 

■ A comprehensive and holistic health and social care assessment, including that of 
carers’ needs, is necessary to enable the development of a personalised care plan. 

■ Care plans need to be tailored directly to the specific needs of individual service 
users. No defined care packages are set in advance and service provision is geared to 
providing a flexible response to patients as their care needs change over time. 

■ Multidisciplinary teams, working to a common set of objectives and priorities that 
bring together a range of specialist and generalist skills, effectively combine to support 
people to live well at home. 

■ Team-building is important, focusing on reinforcing a shared vision and personal 
commitment from staff to achieve the best outcomes for patients. 

■ Flexibility within the care team is essential, supported by approaches that enable role 
substitution through staff empowerment. 

Community level 

■ The role of volunteers and third sector organisations in supporting the needs of 
patients and carers gives important added value to care co-ordination programmes - 
for example, through the role of a volunteer ‘broker’. 

■ The role of the community should be seen as integral to the care-giving process and, 
where appropriate, this role should be formalised into supporting the work of the 
multidisciplinary teams. 

■ Building community awareness and trust with local populations and other care 
providers can give greater legitimacy to new approaches to care. This can increase 
the likelihood of referrals into a programme, enabling people in need of care to be 
identified and cared for earlier, thereby potentially avoiding a crisis. 

Functional level (information management and communication) 

■ A significant amount of effort is required to ensure effective communication between 
members of the multidisciplinary team, and also with other care providers involved in 
patient care. 

■ Access to shared electronic health records would add significant value to the ability to 
share information, but it is not an essential attribute of well-performing approaches to 
care co-ordination. 

■ A ‘high-touch, low-tech’ approach has value in promoting face-to-face 
communication, fostering collaboration and enabling meaningful conversations about 
the needs of patients with complex conditions. 

Organisational level 

■ A population management approach is required to holistically examine the needs and 
priorities of a defined geographic population. 

■ Effective targeting of service users is required to prioritise care provision, supported 
where possible by the intelligent use of data to enable risk prediction. 
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Conclusions 


■ Programmes of care co-ordination need to be localised so that they concentrate on 
specific communities and neighbourhoods. Larger populations will require a range of 
locality-based programmes operating together. 

■ Local leadership and long-term commitment - from commissioners and providers 
- are important for the successful development of care co-ordination programmes 
in practice. 

■ Early on in programme development, partners in care should develop a shared vision 
and shared understanding about how the care process should be changed to better 
support patients. Challenging silo-based thinking and overcoming structural and 
funding constraints first requires a shared agreement on the need to change and how 
this might best be achieved. 

System level 

■ Programmes of care co-ordination in the United Kingdom have developed within a 
fragmented overall system of care that has limited their potential to become embedded 
and accepted as new ways of working. 

■ Having a single source of funding from an integrated health and social care 
commissioner can support longer-term strategies and provide a greater degree 
of stability. 

■ A political narrative that supports innovation in person-centred care co-ordination 
has provided much-needed credibility and support. 

Key observations 

Programmes of care co-ordination, like those investigated in this research, take many 
years to grow from development projects into more mature models of care. However, the 
process of programme development does not appear to reach an ‘end point’; and new 
approaches that lie at the margins of what might be regarded as ‘core business’ appear to 
remain somewhat ‘at risk’, since their future is not guaranteed. Consequently, success in 
care co-ordination appears to be the result of a long-term process, facilitated by key local 
leaders, during which the capability and legitimacy of new ways of working is built up 
over time (at least six to seven years in the context of this study). 

A common observation by the key leaders in each programme was that ‘there was 
no substitute for going through the process of development’ since so much of their 
success was built on forging and nurturing alliances. Hence, a key lesson is that different 
approaches to care co-ordination have highly context-specific histories and cannot be 
transported ‘en bloc’ from one location to another. Achieving effective programmes 
of care co-ordination requires a bottom-up process to develop the building blocks for 
effective partnership working, rather than introducing new top-down models of care, no 
matter how well they may have worked in other settings. Understanding the local context, 
then, is the key to transferring lessons from other programmes of care co-ordination. 

Another key lesson is related to the degree of realism that is required when it comes to 
estimating the impact that care co-ordination might have on costs. It has often been 
assumed that care co-ordination for the most ‘at-risk’ groups, particularly in the form of 
intensive case management, can reduce hospitalisations and therefore save money (Ross 
etal 2011). However, while all of the programmes of care co-ordination that we examined 
were able to demonstrate improvements in care experiences and outcomes, impact on 
reducing costs and improving cost-effectiveness was limited. This suggests that managers 
and policy-makers need to be realistic about the potential financial impact of care 
co-ordination, and view the approach primarily as a quality improvement strategy rather 
than one specifically aimed at cost reduction. 
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Co-ordinated care for people with complex chronic conditions 


The experience of the five UK-based care co-ordination programmes tells us that their 
approach largely remains ‘outside’ of the way care systems have traditionally operated. 
This means they have found it difficult to progress certain innovations and/or to do 
so relatively quickly. Of concern to all programmes was the apparent disengagement 
of general practitioners (GPs), which sometimes made effective information exchange 
difficult and prevented them from bringing the GPs’ general knowledge of the patient/ 
family into discussions about their care. Similarly, links with secondary providers have 
remained under-developed - for example, in securing faster access to specialist knowledge 
in the care process and ensuring better quality transitions from hospital to home. The 
latter point is important given growing evidence from the United States that a strong 
focus on care transitions can help reduce readmission rates (eg, Jackson et al 2013). 

Hence, all five case study programmes recognised that progress would have been 
easier if they were operating in a more integrated delivery system - for example, 
where purchasing, planning, organisation and governance practices were more closely 
aligned. In the United States, the fact that care co-ordination models have tended to 
flourish within different ‘integrated delivery systems’ of care tells us that a supportive 
operating environment is important. Of the five UK-based programmes examined in 
this research, there was some evidence to suggest that there were advantages to having 
more ‘fully integrated’ provider teams working closely with a single health and social 
care commissioner. 

Nonetheless, even where care programmes were operating within a more integrated 
delivery system, there were still significant challenges - for example, in making the case 
for continued or increased funding to build capacity and invest in new ways of working. 
To this end, the apparent lack of strategic attention to demonstrating impact in terms 
of care outcomes and/or costs remains a fundamental deficiency. Far greater attention is 
required to measure and reflect on performance, not only to justify levels of investment 
but also to reflect objectively on the quality of care being provided. 

The characteristics of the five UK-based programmes of care co-ordination reinforce 
much of what was known about the components of successful approaches to integrated 
care (see Table 1, p 2). However, several key elements detailed in previous literature 
were not present in most of the sites, suggesting that these components are perhaps 
not so critical for successful care co-ordination. For example, single or shared clinical 
records were not evident in the programmes (except in Torbay, where social and 
community care teams can share data) and there was no evidence of continuous/remote 
patient monitoring; there were no formal discharge/transfer agreements (except in 
Pembrokeshire, where joint discharge and community teams based in the local hospital 
work with community resource teams); and there were no inter-professional networks 
to promote education and learning. Specific decision support tools, care guidelines and 
protocols were also not commonly used (except in Midhurst) and there was an absence 
of defined care packages. It might be concluded that dealing with patients with complex 
needs means that it is inappropriate to develop a protocol-driven approach, since 
care pathways are unpredictable (ie, there is no such thing as ‘usual care’) and greater 
flexibility in service response is required. However, it might also be the case that such 
approaches are less developed in the UK context. Either way, achieving success in care 
co-ordination does not appear to have been hindered in their absence. 

One of the more problematic questions for the future is whether and how small-scale 
programmes of care co-ordination can be scaled up. This is a particular concern given the 
limited impact demonstrated by the case study programmes on cost-effectiveness. Yet this 
research suggests limits to the scale of operations at the service level, because the process 
appears to flourish at the neighbourhood level, where the benefits of close engagement 
with local communities sit alongside the need to have good working relationships within 
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Conclusions 


multidisciplinary care teams dealing with manageable caseloads. However, lessons from 
south Devon and Torbay suggest that it is possible to scale up through building a number 
of locality-based approaches to care under the direction of an umbrella organisation. 

Yet in each case, the process of relationship-building takes time and, as in Pembrokeshire, 
is likely to lead to variable approaches to care in local contexts that may or may not be 
as successful. 

As a final observation, it is clear that building effective programmes of care co-ordination 
requires ‘simultaneous innovation’ at the organisational/management level in addition to 
new approaches to care at the clinical/service level. As other studies have shown, without 
the full alignment of political, regulatory, organisational and professional support 
to the goals of integrated care, too much reliance is placed on local leaders to make 
change happen (Goodwin et al forthcoming). Ultimately, the long-term future of care 
co-ordination programmes requires care systems to directly value their contribution in 
meeting the growing demands of people with long-term and complex chronic conditions. 


© The King's Fund 2013 
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Appendix A: Methodology 


Site selection 

The five case studies were selected following a competitive call by The King’s Fund across 
the United Kingdom for care co-ordination programmes to be included in the research. 
An expert multidisciplinary panel drawn from both the United States and the United 
Kingdom supported The King’s Fund in selecting the sites for inclusion in a review 
process using objective criteria. 

Literature review 

The research team carried out a non-systematic literature review to establish the a priori 
criteria for effective care co-ordination with the aim of comparing these criteria with 
findings from each case study site. 

Fieldwork 

In-depth case study fieldwork was carried out between October 2012 and May 2013. The 
research team, consisting of two researchers and a senior research fellow, visited all five case 
study sites to interview key internal and external stakeholders from multiple professional 
backgrounds. Semi-structured face-to-face interviews were undertaken, with follow-up 
by telephone where appropriate. Interviews were recorded, transcribed and analysed 
using a common coding framework and NVivo software. At each site, the research team 
also observed at least one team meeting using a template to record team behaviour, topics 
discussed and actions recorded. Furthermore, the research team carried out content 
analysis of documents from each site and undertook secondary data analysis to verify each 
programme’s reported outcomes. The table below provides details of the process. 


Case study 

Date of 

field visit 

Additional interviews 
(telephone) 

Number of 

interviews 

Location 

Midhurst 

Macmillan 

8 Oct 2012- 

10 Nov 2012 

19 Nov 2012- 

14 Feb 2013 

20 

Pulborough, Midhurst 

Oxleas 

2 Nov 2012; 

19 Nov 2012; 

26-29 Nov 2012 


14 

Bexleyheath, Greenwich 

Sandwell 

Esteem Team 

14-17 Jan 2013 


12 

Sandwell, West Bromwich 

South Devon 
and Torbay 

11-13 Mar 2013 

23 Apr 2013 

15 

Newton Abbot, Torbay, Ashburton 

Pembrokeshire 

13-17 May 2013 


18 

Haverfordwest, Milford Haven, 

Pembroke Dock 


Development days 

In addition to the fieldwork, six development days were held, bringing together 
representatives from each case study programme to discuss common issues and explore 
how to resolve these. One development day was held at each case study site, with an 
additional day held at The King’s Fund in London. 

For more information on the methods used in this research, visit the project website at: 
www.kingsfund.org.uk/projects/co-ordinated-care-people-complex-chronic-conditions 
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FOREWORD 


In January 2005, the government launched a bespoke NHS and Social Care Model designed to help 
local health and social care organisations improve care for people with long-term conditions. This 
model builds on successes, experiences, and innovations in the UK and elsewhere and focuses on 
helping health and social care communities use the tools they already have to develop a targeted 
systematic approach to care for people with long-term conditions. 

The White Paper 'Our Health, Our Care, Our Say: a new direction for community services,' released 
in 2006, lays out the Government's vision for community-based care. It builds upon broader public 
sector reforms, helping people to live more independently and to exercise greater personal choice. In 
order to achieve this, people will look for greater flexibility in service provision, improved 
accessibility, more timely interventions, a broader range of service providers from whom they can 
choose their care, and care closer to home with minimal disruption to their daily lives. 

This all requires a significant 'shift' in the way care is delivered, away from a reactive 'one size fits all' 
approach, often delivered in a hospital setting, towards a community based, responsive, adaptable, 
flexible service. This is far more than simply changing the location where care is delivered, and 
requires a significant whole system change. Not only do we need to support the shift in the location 
of delivery, but also the behavioural change of both service users and providers to deliver sustainable 
improvements in line with the White Paper's vision. 

The overall vision goes some way to describing the methods for achieving this. The NHS Institute for 
Innovation and Improvement's Primary Care/Long Term Conditions Priority Programme aims to work 
with a range of field test sites to establish how far this vision has been adopted within local 
communities, to further develop the how to deliver a shift of care (across a range of themes) and 
how to accelerate this change, for learning, adoption and spread across the NHS. Within the 
framework of the NHS and Social Care Model, the field sites will be reviewing and fundamentally 
redesigning the process of care for those with long-term conditions so that the system fits around 
the person, rather than the person fitting within the system. 

This evidence review was commissioned as an early part of the NHS Institute's workplan to help us 
gain a greater understanding of current international, national, and local thinking about the different 
approaches in use. We want to develop high-impact approaches, based on best evidence of 'what 
works.' This review suggests that there is a great need to test different approaches, understand 
which factors make the biggest difference, and spread the knowledge widely. We are making the 
review available because we hope that local care communities will find the information useful 
background material as they continue to implement the NHS and Social Care Model and the White 
Paper. 

Gary Lucking 

Head of Primary Care/Long Term Conditions Programme 
NHS Institute for Innovation and Improvement 
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A REVIEW OF UK AND 
INTERNATIONAL FRAMEWORKS 

SECTION 1: BACKGROUND 


In Britain, six out of ten adults report having a long-term condition that cannot currently 
be cured - and people with long-term illnesses often suffer from more than one condition, 
making their care even more complex. 1 Eighty percent of primary care consultations and 
two thirds of emergency hospital admissions in the UK are related to long-term conditions. 1 


"Chronic disease represents a significant and exciting challenge for the NHS. Good chronic 
disease management offers real opportunities for improvements in patient care and service 
quality, and reductions in costs." 2 


Supporting People with Long-term Conditions, published January 2005, set out the 
government's plans to help people with long-term conditions live healthy lives 3 and 
introduced the NHS and Social Care Model. This model outlines how people with long-term 
conditions will be identified and receive care according to their needs; how the Expert 
Patients Programme will be expanded throughout England to promote self-management; 
how specialist nurses (community matrons) will support people with complex conditions; 
and how teams of staff will be encouraged to work together with people with long-term 
conditions and their families. 
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The key facets of the NHS and Social Care Model are: 

a systematic approach that links health, social care, patients and carers, 

• identifying everyone with a long-term condition, 

• stratifying people so they can receive care according to their needs, 

• focusing on frequent users of secondary care services, 

• using community matrons to provide case management, 

developing ways to identify people who may become very high intensity service users, 
establishing multi-disciplinary teams in primary care, supported by specialist advice, 

• developing local ways to support self care, 

expanding the Expert Patient Programme and other self-management programmes, 
and using tools and techniques already available to make an impact. 


AIMS 

The NHS and Social Care Model was developed based on examples of good practice in the UK and 
abroad. Other similar frameworks are being implemented throughout the world. 

The NHS Institute for Innovation and Improvement has been commissioned to identify ways to help 
the NHS shift care out of hospitals and into significantly redesigned community based systems, 
focusing on the management of long-term conditions. This work will support the ongoing 
implementation of the NHS and Social Care Model and the Our Health, Our Care, Our Say White 
Paper. 

As a starting point for this work, the NHS Institute wanted to compile up to date up to date 
information about other generic care models and the impact of these models. Therefore this report 
describes some of the key frameworks used to conceptualise chronic care in the UK and abroad and 
summarises evidence about the effects of these frameworks. 

Our three key questions were: 

What frameworks for people with long-term conditions have been used internationally? 
What evidence is there about the impacts of these frameworks? 

What approaches have been adopted by Strategic Health Authorities? 

We defined a 'framework' as an overarching approach that describes the different elements 
needed to care for people with long-term conditions most effectively. We did not focus on 
particular local interventions. Instead the focus was on 'higher level' strategic frameworks 
that outlined multiple interlinked components. 

The review describes frameworks for working with people with long-term conditions 
generally, rather than evidence about approaches to specific conditions. 



IDENTIFYING FRAMEWORKS 


We used three methods to review chronic care frameworks in the UK and abroad: 

1. a rapid review of published and unpublished literature, 

2. feedback from experts in the field, 

3. a survey of all Strategic Health Authorities in England. 


Reviewing literature 

We searched 17 electronic databases for published and unpublished reports about broad 
conceptual frameworks for providing care for people with long-term conditions. One 
reviewer searched MEDLINE, Embase, ERIC, Ovid, Cinahl, the Science Citation Index, the 
Cochrane Library and Controlled Trials Register, PsychLit, HealthStar, the WHO library, 
Health Management Information Consortium, Sigal, ReFeR, Dissertation Abstracts, NRR 
Research Registers, ASSIA and HMIC for information available as at December 2005. 

Search terms included combinations of: 

generic terms (chronic care; model; framework; care model; long-term condition; 
elements; multidisciplinary, interdisciplinary, partnership, shared care, joint working, 
collaborative, disease management, care management; networks; pathways); 

names of models and organisations (CCM; WHO; ICCC; IHI; Kaiser; EverCare; Pfizer); 

and conditions and associated synonyms (asthma; diabetes; hypertension; arthritis; 
heart failure; stroke; cardiac; dementia; mental health; depression and so on). 

Mesh terms and expanded keyword searches were used where available. 

We also hand searched selected journals, websites, and the bibliographies of identified 
articles for additional material. 

We included descriptive articles outlining components of any named or unnamed model 
plus studies of any design that assessed the impacts of these frameworks. When assessing 
impacts we prioritised systematic reviews and randomised trials published between 1995 
and 2005. However, in instances where trials were not available, studies lower in the 
'hierarchy of evidence' were included. Using this hierarchy of evidence allowed the 
reviewers to focus on the highest quality research, whilst not excluding lower quality 
studies when there was where a paucity of evidence. 

Any documents or websites available only in a language other than English were translated 
- by the original authors where possible. 

All impact studies were checked for validity and relevance by one reviewer, using the 
methodology of the Cochrane Collaboration and the NHS Centre for Reviews and 
Dissemination. 

One reviewer extracted data about frameworks and their impacts. To synthesise material, 
one reviewer grouped studies according to topic areas and outcomes and provided a 
narrative summary of key trends. Meta-analysis was not possible given the heterogeneity 
of evidence about each model and the paucity of evidence about most frameworks. 
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Feedback from experts 


We contacted more than 100 experts in the field and authors of identified papers to see 
whether they knew of any additional frameworks or unpublished material. We contacted 
experts from governments and health organisations in Australia, Canada, France, Germany, 
Italy, New Zealand, Turkey, the US and the UK as well as organisations such as WHO, 
European Observatory on Health Systems and Policies, RAND, US Institute for Healthcare 
Improvement, US National Institutes for Health, Kings Fund, NHS Centre for Reviews and 
Dissemination, UK National Centre for Primary Care Development, and universities. Any 
material identified by experts in the field was assessed for relevance and validity by one 
reviewer and included in the evidence summary if appropriate. 


Surveying Strategic Health Authorities 

To gain feedback about the approaches implemented by Strategic Health Authorities 
(SHAs) in England we designed a simple questionnaire and posted and emailed the survey 
to all 28 SHAs. We targeted representatives from the SHA Long-term Conditions Network 
and those with responsibility for chronic care and older people's services. We telephoned 
and emailed reminders to all SHAs and followed up some SHAs with more detailed 
interviews where required. 

Twenty out of 28 SHAs responded (71%). We analysed the feedback by synthesising key 
trends. 


CAVEATS 

When interpreting the evidence about key frameworks overleaf, it is important to bear in 
mind the following caveats. 

The review focused on readily available literature and feedback and was completed 
within a three week period. It is not a systematic appraisal of all material in this field. 

There are many descriptions of service delivery models, but fewer outlines of underlying 
thinking. Service delivery models may be underpinned by theoretical frameworks, but if 
those frameworks were not explicit, they were not included in this review. 

Many impact assessments do not assess the mechanisms by which components of a 
framework or model interact. The lack of comparative evidence makes it difficult to 
draw conclusions about the extent to which certain components of a framework are 
essential. 

In practice, not all components of a particular framework may be implemented 
consistently. Theoretical models provide guidance about components for practitioners to 
consider, but it is difficult to assess the effectiveness of different models because the 
models themselves will be interpreted and applied in varying ways by different 
practitioners. 

A lack of comparative evidence does not mean that there are no differences between 
frameworks. Nor does a lack of research or 'naming' of certain frameworks necessarily 
mean that unnamed models are not effective for people with long-term conditions. 

The context in which frameworks are implemented influences outcomes. Much of the 
available evidence is sourced from countries with very different healthcare economies 
and styles of working to the United Kingdom. On a related note, some studies have 
compared new models with 'usual care.' What comprises 'usual care' in one country or 
location may be very different from usual care in another context, but most studies do 
not define the components of usual care in any detail. 


SECTION 2: INTERNATIONAL MODELS 


This section outlines international frameworks, including those that helped to inform the 
development of the NHS and Social Care Model. It covers: 

broad theoretical frameworks for providing care for people with long-term conditions, 
models for delivering selected components of these frameworks (delivery models), 
and examples of approaches being applied in some developed countries. 


BROAD FRAMEWORKS 


The Chronic Care Model 

The Chronic Care Model is perhaps the best known framework about care for people with 
long-term conditions. The model focuses on linking informed, active people with long-term 
conditions with pro-active teams of professionals. It acknowledges that a substantial 
portion of chronic care takes place outside formal healthcare settings and suggests that six 
elements are of central importance in initiatives to improve chronic care: community 
resources; the healthcare system; patient self-management; decision support; delivery 
system redesign; and clinical information systems. 5 The components of the model are 
based on research evidence. 

The key principles of this model include: 6 

mobilising community resources to meet the needs of people with long-term conditions, 
creating a culture, organisation, and mechanisms that promote safe, high quality care, 
empowering and preparing people to manage their health and healthcare, 

• delivering effective, efficient care and self-management support, 

promoting care that is consistent with research evidence and patient preferences, 
and organising patient and population data to facilitate efficient and effective care. 

Developed by Ed Wagner and his team in the US in 1998, this model has been 
implemented in numerous settings. 7 ' 8,9,10 ' 11,12 In fact, most chronic care policies in 
developed countries now draw on this model to some extent. 


The Chronic Care Model 13 



Functional and clinical outcomes 


5 







Examples of service delivery components of the Chronic Care Model 14 


Based on pilot testing and published evidence, in 2003 the model was revised to include 
cultural competency, patient safety, care coordination, community policies, and case 
management. The revised model is sometimes referred to as the 'Care Model.' 15 

A number of countries have adapted or added to the Chronic Care Model. For example, in 
Canada policy makers felt that the Chronic Care Model was focused on clinically oriented 
systems, making it difficult to apply to prevention and health promotion activities. A Health 
Authority in Vancouver helped to conceptualise the "Expanded Chronic Care Model" which 
includes population health promotion components such as the social determinants of 
health and enhanced community participation. 16 Similarly, the US Veteran's Affairs model 
adds a health promotion and prevention component to elements of the Chronic Care 
Model. 


The Expanded Chronic Care Model 17 











Is the Chronic Care Model effective? 


"The chronic care model is not a quick fix or a magic bullet; it is a multi-dimensional 
solution to a complex problem." 18 


We reviewed 44 studies about the effects of the Chronic Care Model. We found no studies 
comparing the effects of the original and the Expanded Chronic Care Model or the 'Care 
Model.' 

The Chronic Care Model was developed based on reviews of best practice and high quality 
evidence. For example, a Cochrane systematic review of hundreds of studies suggested a 
synergistic effect when individual interventions (components of the model) are combined. 19 
Flowever until recently, the Chronic Care Model had not been evaluated in controlled 
studies. 20 Observational studies reported better processes, outcomes, or costs in individual 
organisations adopting the Chronic Care Model, but such studies do not tell us whether the 
model is more effective than others. 21 ' 22 ' 23 ' 24 ' 25 ' 26 ' 27 ' 28 

Therefore a formal evaluation programme was set up in the US to assess the effects of the 
Chronic Care Model. RAND led a four-year study of three collaboratives with more than 40 
US organisations implementing the model. Although the findings are still being analysed, 
the evaluators suggest that successful implementation of the Chronic Care Model can lead 
to better processes and outcomes of care, including clinical outcomes, satisfaction, and 
costs. 29,30,31 These trends seem to hold for adults and children 32 with conditions such as 
asthma, 33,34 diabetes, 35 heart failure, 36 and depression. 37 

Flowever RAND investigators found that quality improvement initiatives were implemented 
to varying degrees by each organisation and that organisations focussed more on some 
components of the model than others. 38 Four components of the model were most likely to 
be associated with sustained change: organising practice teams; collaborative decision 
making with people with long-term conditions; encouraging provider participation in 
improvement efforts; and de-emphasising traditional patient education. 39 

A number of literature reviews have also been undertaken about components of the 
Chronic Care Model. The most recent is a meta-analysis of 112 studies. The authors 
concluded that interventions incorporating at least one element of the Chronic Care Model 
are associated with improved outcomes and care processes for people with asthma, 
diabetes, heart failure, and depression. Only people with heart failure and depression 
consistently had improved quality of life. 40 

The reviewers also assessed whether any elements of the model are essential for 
improving outcomes. They found that: 

no single element of the Chronic Care Model was essential for improving outcomes; 
changes to delivery system design significantly improved processes and outcomes; 
self-management support significantly improved processes and outcomes; 

• decision support improved care processes, but not outcomes; 

• there were no significant benefits from clinical information systems. 

There was insufficient evidence about community resources and organisational elements. 

These findings are important because they attempt to analyse exactly which components 
of the model may have most benefit. 

Another review found that programmes based on the Chronic Care Model may improve 
patient and staff satisfaction, quality of care, and clinical outcomes, and reduce resource 
use in some cases. Flowever, the reviewers concluded that it was difficult to distinguish 
which components of these programmes may be most effective. 41 


Quality of care 

The Chronic Care Model is often implemented as part of a broad disease management 
programme. In addition to the studies outlined above, we identified six reviews about the 
impacts of broad programmes which included components of the Chronic Care 
Model. 42,43,44 ' 45 ' 46,47 The totality of evidence suggests that applying components of this 
model may improve quality of care for people with many different long-term conditions, 
but it remains uncertain which components are most effective or transferable. 

Clinical outcomes 

Evidence about effects on clinical outcomes is varied. While some systematic reviews 
suggest improved functional status and reduced risk of hospital admission, 48 others have 
found only small benefits. 49 Unpublished documents from the US RAND evaluation suggest 
improved clinical outcomes in people with diabetes, heart failure, and asthma. 50 

There is still debate about whether all components of the Chronic Care Model impact on 
clinical outcomes. An observational study of 17 US clinics using the Chronic Care Model to 
improve diabetes care found that delivery system redesign was the only factor linked to 
improved clinical outcomes. Self-management support and clinical information systems had 
no significant impact on clinical outcomes. 51 A similar study found that activities initiated by 
practitioners and managers and an organisational commitment to quality improvement 
were the two most important components of the model. 52 

Resource use 

There is evidence that implementing the Chronic Care Model can reduce healthcare 
resource use. We identified a number of reviews to this effect. 53,54,55 One review found that 
in 18 out of 27 studies of long-term conditions such as congestive heart failure, asthma, 
and diabetes, components of the Chronic Care Model were associated with reduced 
healthcare costs or reduced use of healthcare services. 56 Cost-effectiveness analyses from 
developed countries throughout the world support these findings. 57,58 However, there are 
some dissenting views. For example, a randomised trial in ten US community hospitals 
found that regional collaboration with quality improvement and disease management 
programmes had no significant effect on clinical outcomes or healthcare resource use. 59 

Caveats 

In fact, a literature review for the World Health Organisation (WHO) found that while 
broad chronic care programmes may improve health professionals' adherence to evidence- 
based standards of care, there was no strong evidence about which components of these 
programmes may impact on the quality of care provided. Nor did WHO find evidence of a 
direct link between broad chronic care programmes and reductions in mortality, 
improvements in quality of life, or cost-effectiveness. 60 Also, even the most effective 
interventions based on the Chronic Care Model tend to have modest effects. 61 

Much research is not 'high quality' evidence. There are randomised trials of specific 
components of the Chronic Care Model, such as patient education or self-management, but 
there have been few high quality studies assessing the impact of this overall framework. 
Those studies that do exist tend to have relatively small samples, be industry-sponsored, 
or be observational studies rather than randomised trials. 62,63,64,65 Most available evidence is 
drawn from the US, although recent studies from Europe, Canada, and Australia tend to 
support these trends. 

In summary, there is extensive evidence about each component of the Chronic Care Model, 
but less is known about how this model compares with others in terms of effectiveness. 
This is largely because few other clearly distinct models exist for comparison. 


While there is evidence that single or multiple components of the Chronic Care 
Model can improve quality of care, clinical outcomes, and healthcare resource use, it 
remains unclear whether all components of the model, and the conceptualisation of 
the model itself, is essential for improving chronic care. 








Innovative Care for Chronic Conditions Mode! 


The Chronic Care Model may be conceptualised from a primary care perspective. In 2002 
WHO adapted this model to focus more on community and policy aspects of improving 
chronic care. 

The Innovative Care for Chronic Conditions Model focuses on improving care at three 
different levels: micro level (individual and family), meso level (healthcare organisation and 
community), and macro level (policy). 66 


The Innovative Care for Chronic Conditions Framework 1 
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Better Outcomes for Chronic Conditions 


At the centre of the Innovative Care for Chronic Conditions Framework is the micro level, 
consisting of people with long-term conditions, families, community partners, and the 
healthcare team. The model suggests that positive outcomes for people with long-term 
conditions occur only when people and their families, community partners, and health 
professionals are informed, motivated, and working together. The micro level is supported 
by healthcare organisations and the broader community, which in turn influence and are 
impacted on by the broader policy environment. In this model, essential elements for the 
policy environment include leadership and advocacy; integrated policies that span different 
disease types and prevention strategies; consistent financing; developing human 
resources; legislative frameworks; and partnership working. 


Like the Chronic Care Model, there is evidence that specific components of the 
Innovative Care for Chronic Conditions Framework can improve some processes and 
outcomes. 68 However we identified no review, trial, or observational study that 
explicitly attempted to assess the effectiveness of the Innovative Care for Chronic 
Conditions Framework and no rigorous evidence about the value of a policy focus. 
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Public Health Model 


Similar to the Innovative Care for Chronic Conditions Model is the Public Health Model for 
chronic conditions developed in the US in the early 2000s. Although this is not a well 
known model, it received some attention in journal articles. 69 

The underlying principle of the Public Health Model is that in order to impact on the burden 
of chronic conditions, there must be three levels of intervention: 

• population-wide policies, 

• community activities, 

• and health services. 

Health services include both preventive services and ongoing care for people with chronic 
conditions. The model suggests that it is important to identify and address interactions 
between and among the three levels of action. 


The Public Health Model 



The Public Health Model is a systems-wide perspective which includes the continuum of 
prevention and care. It emphasises the determinants of disease as well as social, cultural, 
and economic factors that might impinge on the quality and quantity of care. 

Furthermore a Public Health Framework in the US suggests that the following elements are 
critical to the success of chronic care programmes: 70 

• leadership, 

• epidemiology and surveillance, 

• partnerships, 

• state plans, 

• targeted interventions in various settings, 

• evaluation, 

• programme management and administration. 


Although there are evaluations of individual public health initiatives, we identified no 
study of the implementation of the Public Health Model and no evidence of its 
effectiveness. 





The Continuity of Care Mode! 


The Continuity of Care Model outlines how chronic conditions develop in response to risk 
factors in the community and suggests points at which to target prevention efforts, medical 
intervention, treatment and rehabilitation, and palliative care. It was conceptualised in the 
1990s. 


The Continuity of Care Model 71 
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This model tracks chronic care from the general population (left of diagram); through 
people who develop one or more long-term conditions following exposure to risk factors; 
through to people who have terminal disease (right of diagram). The model suggests the 
need for different prevention schemes, treatment, rehabilitation, and palliative care at 
varying stages of the disease pathway. 

Adaptations of this model have been applied to emphasise the role of rehabilitation 72 and 
to conceptualise neurological conditions. 73 Other models are based on similar principles, 
including the Life Course Model. 74 

We identified few studies of implementing the Continuity of Care Model. One observational 
study in Australia reported implementing the model in an Extended Care Centre for older 
people. The authors noted the model was associated with reduced length of stay, better 
teamwork and staff morale, and systemic adaptations in other parts of the healthcare 
sector. 75 However, no more rigorous evidence was identified. 


Although there are evaluations of individual interventions that prioritise continuity, 
we identified no high quality studies of the implementation of the Continuity of Care 
Model. 







EXAMPLES OF SERVICE DELIVERY MODELS 


As well as broad theoretical frameworks, models have been developed which focus on the 
most effective ways to deliver services for people with long-term conditions. These service 
delivery models target specific components of the broad frameworks outlined above or 
target people at greatest risk of hospitalisation. 

This section describes selected examples of service delivery models. The aim is not to 
provide a systematic overview of all existing models, but rather to give a flavour of some 
of the most commonly referred to models. 


Kaiser, EverCare, and Pfzier approaches 

Three commonly discussed service delivery frameworks for supporting people with long¬ 
term conditions are the approaches developed by Kaiser Permanente, EverCare (United 
Healthcare), and Pfizer in the US. These approaches are not mutually exclusive. All share a 
proactive approach to managing care for people with long-term conditions. 

Their major distinguishing features are that the Kaiser model focuses on integrating 
services and removing distinctions between primary and secondary care for people at all 
stages of the 'Kaiser pyramid' whereas the Evercare and Pfizer approaches focus on 
targeting those at highest risk of hospitalisation. 

The 'Kaiser Triangle' illustrating different levels of chronic care 
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The approach taken by Kaiser Permanente is based on the Chronic Care Model. 76 Kaiser 
focus on integrating organisations and disciplines. Doctors from primary and secondary 
care share the same budget and function within multi-speciality centres which also house 
nurses, pharmacists, laboratory technicians, radiology staff and others. People with long¬ 
term conditions are stratified according to need, with intensive management targeted at 
those at highest risk. 77 

United Healthcare's EverCare model targets people at highest risk using Advanced Primary 
Nurses as case managers (similar to community matrons). Here the focus is on integrating 
social and healthcare to meet an individual's needs. Once older people at high risk have 
been identified, Advanced Primary Nurses assess their care needs and coordinate their 
journey along a care pathway. The aim is to maintain health, detect changes and prevent 
unnecessary admissions, and facilitate early discharge when admissions occur. 78 

The Pfizer approach also targets those at highest risk, using telephone case management 
to supplement existing services. 

All of these service delivery models include some form of case management as a 
component of care. A wide range of other case management frameworks have been 
described, ranging from social models to medical models. 79,80,81 







Key characteristics of selected service delivery models 82 


Kaiser approach 

EverCare approach 

Pfizer approach 

Overall 

essence 

Uses a wide mix of 
strategies to target the 
whole care continuum, 
focussing on integrated 
services 

Uses specialised nurses 
to individually support 
those people at highest 
risk of hospital 
admission 
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system to monitor 
and refer people at 
highest risk 

Key 

principles 

• Unplanned hospital use 
is an indicator of system 
failure 

• Align care to the needs 
of the client 

• No boundary between 
primary and secondary 
care 

• Patients are 'partners' in 
care 

• Patients are providers of 
care 

• Information is essential 

• Improvement occurs 
through commitment 
and shared vision, not 
through coercion 

• Individualised whole 
person approach 

• Care provided in least 
invasive manner in the 
least intensive setting 

• Primary care is the 
central organising force 
for all care 

• Decisions based on data 
and population 
evaluation 

• Avoid adverse effects of 
medications and poly¬ 
pharmacy 

• Proactive contact 
with patients at 
highest risk to 
assess, refer, 
educate, and 
monitor 

• Supplement to 
existing services 
(not substitute) 

• Encourage self¬ 
treatment and 
behaviour 
modification 

Key 

strategies 

Education 

• Patient education, 
including using the 
internet and during 
hospital stay 

• Focused education and 
follow-up mentoring 

• Self-care promotion 

• Patient education 
through telephone 
support 

Target 

• Whole spectrum of 
chronic care 

• Includes targeted risk 
assessment 

• Identifying people at 
high risk using 'Hospital 
Analysis Tool' 

• Identifying people 
at high risk 

Care planning 

Staff 

• Proactive management 

• Developing integrated 
care pathways to reduce 
inappropriate referrals 
to services 

• Proactive management 
of people at high risk 

• Individualised care plan 

• Medicines management 
for co-morbidities 

• Case finding 

• Patient assessment 

• Proactive 
management of 
people at high risk 

• Developing partnerships 
between clinicians and 
managers 

• High proportion of 
doctors in leadership 
roles 

• GPs in Accident and 
Emergency 

Departments; 
consultants in GP 
clinics; dedicated MD 
rounds 

• Case management by 
specialised nurses 
('Advanced Primary 
Nurses') 

• Extended GP role 
through partnership 
with nurses 

• Dedicated 
telephone support 
staff (nurses) 

Tools 

• Info systems such as 
reminders on patient 
notes and monitoring 
systems 

• Clinical evidence 
database 

• IT risk assessment 

• Share data and patient 
info across system to 
improve care 

• Software for 
telephone case 
management 
incorporating 
national and local 
guidelines 

Discharge 

• Online discharge 
summaries 

• Dedicated discharge 
planners 

(1 per 25 patients) 

• Single point of contact 
to help access services 


Evidence 

• In California, this model 
is associated with 
improved quality of life, 
and fewer hospital 
admissions and days 
spent in hospital 

• In the US this model is 
associated with 
improved quality of life, 
and fewer hospital 
admissions and bed 
days 


UK trials 

• This model is being 
formally trialled in nine 
PCTs in England 

• This model is being 
formally trialled in nine 
PCTs in England 

• This model is being 
formally trialled in 
England 
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Are these models effective? 


Most information about the effects of the Kaiser, Evercare, and Pfizer approaches is drawn 
from the US. For example, an evaluation of the Evercare programme in the US found that 
this model reduced hospitalisations by focusing resources on those most at risk of 
hospitalisation 83 and could save thousands of pounds per year for each nurse employed. 84 

Adaptations of the Kaiser, Evercare, and Pfizer models are all being trialled in England, as 
are other adaptations including 'Pursuing Perfection' initiatives. 85 

Nine primary care trusts are working with United Healthcare to implement the EverCare 
programme, focussing on 'proactive care for the most vulnerable.' This programme aims to 
avoid hospital admissions for older people by providing an integrated primary care service 
with advanced nurses working collaboratively with GPs. 86 The national evaluation of 
EverCare found that this model effectively identifies vulnerable older people, helps to 
provide preventive health care, and has the potential to organise care around people's 
needs. 87 Longer term information about potential reductions in hospital admissions is not 
yet available. 

However a significant number of people enrolled into EverCare programmes in the UK were 
not frequent healthcare service users. The evaluators concluded that EverCare and other 
case management initiatives may identify unmet needs and increase demand on health 
services. They also suggested that the tools designed by EverCare were not the only ones 
available, and that other identification and risk stratification tools may be just as 
effective. 88 

Nine other primary care trusts are applying the Kaiser model, focussing on reducing 
hospital admissions by integrating services. Case studies suggest some positive benefits. 89 

Another primary care trust is working with Pfizer to implement their InformaCare® model 
for chronic disease management. This approach uses telephone support and evidence- 
based clinical guidelines to encourage people to engage with the most appropriate health 
services and be better informed about how to deal with their condition. 90 

In the US, programmes run by Kaiser and Pfizer have both been found to reduce hospital 
admissions and improve co-ordination of care. 91,92 The Pfizer and Kaiser approaches are 
being evaluated locally, with the help of external evaluators. We identified no detailed 
information about outcomes from these service delivery models in the UK. 


The Strengths Model 

The Strengths Model originally referred to a type of case management. It was developed in 
the early 1980s as an alternative to 'traditional' case management in mental health. 
However, it has also been proposed as a model that can be applied to service delivery in 
long-term care and other care for people with long-term conditions. It is drawn from social 
service perspectives. 

The Strengths Model focuses on helping people and communities discover and develop 
their own talents, capacity, and interests, and on connecting them with the resources they 
need to achieve their goals. Some authors suggest that by drawing on people's own 
strengths, interventions and costs can be contained. 93 

Although there is evidence that the Strengths Model can improve satisfaction and quality of 
life in mental health, we identified no studies of the effectiveness of this as a broader 
framework for chronic care service delivery. 



The Adaptive Practice Model is a similar concept, which emphasises participatory decision¬ 
making and family-centred care. The aim is to encourage people with long-term conditions 
and their families to share the responsibility for decision-making with physicians. This 
model conceptualises the physician-individual relationship and provides a structure for 
analysing clinical situations and choosing clinical approaches. 94 We identified no studies of 
the effectiveness of this model for people with long-term conditions. 


Guided Care 

Guided Care is another emerging service delivery model, currently undergoing testing. This 
US approach has been designed for older people with multiple chronic conditions. 
Principles from successful initiatives have been melded into a single service delivery model. 
A specially trained Guided Care Nurse based in a primary care practice collaborates with 
primary care physicians to provide seven services for 40-60 people at high-risk: 

• comprehensive assessment and care planning, 

• 'best practices' for chronic conditions, 

• self-management, 

• healthy lifestyles, 

• coordinating care, 

informing and supporting family, and accessing community resources. 95 
This is similar to the Community Matron role in the NHS. 

Some reports suggest that Guided Care may improve quality of life and reduce healthcare 
resource use. 96,97 Although descriptions of this model are beginning to emerge, we 
identified no high quality evidence of its impacts. 


PACE Model 

The Program of All-Inclusive Care for the Elderly (PACE) is a US model of service provision 
and financing that aims to reduce use of hospital and nursing home care. The model 
focuses on elderly people attending day centres, uses an interdisciplinary team for care 
management, and integrates primary and specialist medical care. The key feature of this 
model is integration of acute and long-term care services. This allows frail older people 
with multiple problems to receive care from a single service organisation. 98 This is one of a 
number of similar health insurance provider initiatives in the US, but the PACE Model has 
been more well documented than most. 99 ' 100,101,102 

While there are numerous descriptive assessments of the PACE model, 103,104 we found little 
high quality evidence about its effectiveness. One comparative analysis suggested that 
PACE reduced hospital admissions compared to usual care, but increased the use of 
nursing homes. 105 


We have not provided descriptions of all of the service delivery models currently in 
use. Indeed, there are many thousands of service delivery models being 
implemented throughout the world, many of which are not formally named. 
However, the few examples we have described illustrate that service delivery models 
tend to focus on selected components of broad chronic care frameworks, and while 
evaluations of individual services are available, there is no good evidence that any 
particular service delivery model is more effective than another. 
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EXAMPLES OF MODELS IN DIFFERENT COUNTRIES 


Our review found few distinct named chronic care frameworks. Whether models are named 
or unnamed, they tend to draw on the Chronic Care Model, usually explicitly. Some argue 
that relatively few provider settings are fully prepared to execute the Chronic Care 
Model. 106 Various countries have interpreted and adapted the model slightly differently. 

This section provides a brief description of some of the frameworks used in selected 
countries. Readers should bear in mind that numerous models may be implemented in 
each country. This section attempts to give a flavour of what is happening in different 
areas, rather than a systematic account of all developments. It does not explore details of 
health service financing and service delivery in each country. 


United Kingdom 

As outlined above, in England the NHS and Social Care Model was released in January 
2005. We identified no evidence about the impacts of the NHS and Social Care model. 

In Scotland there is an ongoing programme examining different ways to deliver chronic 
care. Although a formal framework for chronic care has not been conceptualised, key 
principles have been established. These include: 107 

• pathways of care focussed on individuals with long-term conditions, 
partnership between professionals and people with long-term conditions, 

• partnership between primary care, social care, and other agencies, 

integrated solutions that respond to the needs of people with long-term conditions, 

• focus on providing care in primary care and community settings, 
and self care. 


Scotland's model for health care 108 



Mental Health 

Patient’s vision 


Wales has also identified effective chronic care as a key theme within recent health 
strategies. 109 There are plans to remodel services within an integrated chronic care 
framework over the next few years. 110 Details of the planned model are not yet available. 


Evaluations of individual interventions and service delivery models are available in 
England, Scotland, and Wales, but we found no descriptive or impact studies 
comparing the frameworks used in these countries. 




Europe 


Many parts of Europe have developed programmes to improve chronic care. 
However, apart from service delivery models, we identified no distinct chronic care 
frameworks. 


The key principles in service delivery models in Europe appear similar to the Chronic Care 
Model. In particular, models have been developed that focus on nurse-led services, provide 
community-based or home-based care, 111 and use telemedicine. 112,113 

The World Health Organisation rates France's health system performance as number one 
out of 191 countries. It has been suggested that France's attention to chronic care is one 
of the reasons that this country spends less than half the amount of the United States per 
capita on annual healthcare. 114 The model used in France focuses on regional systems, 
population-based prevention, continuity of care, physician involvement in decision-making, 
and combining specialised medical care, assistive technology, and home support. The 
regional systems aim to make services more geographically accessible. However, it should 
be noted that the WHO's rankings are controversial, and a number of features of the 
health care system in France are not consistent with the Chronic Care Model. 

Denmark's system involves remodelling institution-based long-term care into nationally run 
home-based and community-based services. 115,116 Denmark's model combines the 
Expanded Chronic Care Model, the Continuity of Care Model, and the Spanish home 
healthcare service model. 117,118 However we did not identify any evidence of the effects of 
this approach. 

In Italy, service delivery has focused on care in nursing homes, and residential and 
outpatient services in community venues. We found no high quality evaluations of this 
service delivery model, but some reports suggest reduced inappropriate admissions, 
improved quality of life, decreased dependence on private resources, growth of voluntary 
services, and new occupational opportunities. 119 

In Germany, physicians initially opposed a service delivery model focussed on evidence- 
based guidelines and data sharing, but disease-specific programmes are now being 
implemented. 120 Legislation has been introduced to provide incentives for care providers to 
develop approaches to coordinate care for people with long term conditions and plans are 
in place to include new risk-adjustment mechanisms. 121 

In the Netherlands, the government has been implementing components of the Chronic 
Care Model for at least 10 years (before the model was formally conceptualised). Their 
Transmural Care Programme aims to bridge the gap between hospital and community 
care, although there is conflicting evidence about its effectiveness. 122 
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North America 


In the US, the growth of managed care in the 1990s focused on better coordination as a 
way to control costs and improve care for people with long-term conditions. 123 Prior to the 
conceptualisation of the Chronic Care Model, consortiums in the US were prioritising key 
elements of integrated care management, including: 124 

• person-centred chronic care, 

• ongoing disability prevention, 

• integrated services, 

• targeting people at high risk, 

• and using care pathways and interdisciplinary teams. 


Key elements of pre-Chronic Care Model frameworks in the US 125 
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Most major health organisations and regions in the US have a service delivery framework 
designed to improve care for people with long-term conditions, 126 such as that used by the 
Veterans Affairs system. The majority are based explicitly on the Chronic Care Model or 
focus instead on one component of service delivery, such as targeting people at high risk 
of hospitalisation. 


Veteran's Affairs Care Model 127 
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For instance, the VNS CFIOICE Model in New York focuses on the principles of consumer 
choice; involving people with long-term conditions and their family in care planning; 
improving independence and functional status; collaborating with community providers and 
facilities to provide fully coordinated care; integrating acute and long-term care services; 
and collaboration between interdisciplinary care teams. 128 

Another system for caring for disabled older people has been trialled in Ohio. The service 
model included a single point of entry to long-term care services, a telephone screen from 
which people could choose options, care management, and funding for extra services. 129 

Another example is the Chronic Care Network for Alzheimer's Disease Model which focuses 
on identifying people who may have dementia, diagnostic assessment, care management, 
and providing information and support to caregivers. 130 Many thousands of other similar 
service delivery models have been implemented in the US. 

Like the US, different parts of Canada have developed frameworks related to the Chronic 
Care Model. 131 For instance, British Columbia is using an 'Expanded Chronic Care Model' 
which incorporates health promotion and disease prevention. 132 


Example of a prevention model used in Canada 
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New Zealand and Australia 


A number of service delivery models have been trialled in New Zealand. The New Zealand 
Government is using an 'outcomes intervention' approach to illustrate the relationship 
between aetiology, interventions, and outputs. 134 This is based on a 'Life Course' Model. 135 


New Zealand's Outcomes Intervention Model 
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Example of the Life Course Model used in New Zealand 137 
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A number of specific models of care are also being trialled. For instance, the Care Plus 
programme, which contains some elements of the Chronic Care Model, has been tested in 
three primary health organisations. An evaluation found that Care Plus provides effective 
coordinated care from a range of health professionals. 138 





































































The Chronic Care Management Model was trialled in one area in New Zealand. The model, 
which drew on the Chronic Care Model, included targeting people at high risk, organising 
interventions into a system of care, and using improved data storage, flags and reminders. 
An evaluation suggested improved health outcomes and reduced healthcare costs. 139 

Various service delivery models have been trialled in different parts of Australia. A national 
strategy for long-term conditions is forthcoming, 140 and individual states have developed 
their own frameworks, drawing on the Chronic Care Model. 141 A public health framework, 
with an emphasis on prevention and health promotion, has been in place since 2001. 


Australia's national model of chronic disease prevention and control 142 
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Regional strategies are also in place. For example, New South Wales Health has developed 
a model which aims to: 143 

place people with long-term conditions at the centre of the health system, 

• design services around people's unique health needs, 

• develop people's capacity to participate fully in their own health care, 
develop people's capacity navigate their way through the health system, 

• ensure easier and more timely access, 

have continuity of relationships between providers and between providers and patients, 
develop organisational and governance systems to support long term orientation, 

• and reorientate care within the health system. 


Components of chronic care clinical governance in New South Wales 144 



Like other countries, Australia has trialled a number of new service delivery models. For 
instance, HealthPlus is a coordinated care model for people with multiple chronic 
conditions. A randomised trial found that this model improved clinical outcomes, but did 
not reduce healthcare costs. The model did not fully take into account organisational 
characteristics, environment, healthcare teams, and individual characteristics. 145 


Asia 

Service delivery models are also being developed in Asia. The government in Singapore 
proposed a new chronic care framework because they felt that US models focussed too 
heavily on managed care which may confuse healthcare professionals working in Asia. 146 
This framework emphasises primary care and self care, but has less emphasis on 
organisational linkages. We found no evidence of the effectiveness of this model. 


Programmes to improve care for people with long-term conditions are being 
implemented throughout the world, however we found no distinct chronic care 
frameworks in local areas. Most local models either draw heavily on the Chronic Care 
Model or focus on specific aspects of service delivery without explicitly outlining any 
underlying conceptual framework. The main point of similarity is a move to 
reorientate care from episodic or acute interventions towards a continuum of care 
which enables better prevention and management of chronic conditions. 


No matter what organisational model is in place, what happens in each county seems to be 
based on two factors: (1) funding (not the finance system itself, but rather making funding 
available as an incentive to develop an organisational system); and (2) culture. Some 
suggest that although national policy makes a difference, it is at community level that 
people work together to design innovative local solutions. 147 







SECTION 3: APPROACHES ADOPTED BY 
STRATEGIC HEALTH AUTHORITIES 


Alongside our review of the literature and international experience, we undertook a survey 
of strategic health authorities (SHAs) in England to assess their approaches to chronic 
care. In view of the tight timetable to which we were working, the survey took the form of 
a short questionnaire based on the following three questions: 

1. What model(s) is your SHA area using to provide or organise chronic care? 

2. Why did you choose this model? 

3. Is your model having any impact? 

The questionnaire was emailed to SHA leads on long-term conditions on 28 November with 
a deadline for completion of 14 December. A hard copy of the questionnaire was posted at 
the same time and SHA leads were contacted by telephone a few days later to ensure the 
questionnaire had been received. SHAs that had not responded by the deadline were 
telephoned with a reminder. 

We received responses from 20 of the 28 SHA areas, a response rate of 71%. 


OVERVIEW OF RESPONSES 


Responses to the survey varied from brief replies to each of the three questions to detailed 
submissions accompanied by local management papers and policy documents. Sixteen of 
the 20 responses came from SHA leads on long-term conditions or their colleagues (80%) 
with the remaining four taking the form of replies from individual PCTs from within the SHA 
areas. 

All of the responses emphasised that the main responsibility for leadership on long-term 
conditions rests with PCTs rather than SHAs. In six cases, it was reported that an SHA- 
wide model has been adopted to support PCTs (30%). In South Yorkshire, for example, 
the SHA is using an inverted version of the Kaiser triangle. 


South Yorkshire SHA model 148 



Prevention / Health Promotion / Health Protection 
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Dorset and Somerset SHA has also adopted an SHA-wide approach, set out in its 
document: A Strategic Framework for the Development of Services for People with Long 
Term Conditions. The framework uses the Kaiser triangle to identify three levels of care. A 
similar approach was reported by Leicestershire, Northamptonshire and Rutland SHA. 

The Transforming Chronic Care Programme in Surrey and Sussex is a further example of 
an SHA-wide approach. This programme was set up by the 15 PCTs in Surrey and Sussex, 
rather than the SHA, in partnership with people with long-term conditions, social care, 
acute trusts, and the voluntary sector. It draws on the Wagner model and the Kaiser 
triangle, and, as its name suggests, sets out a programme of action across the whole 
system of care. 

The NHS Health and Social Care Model is being used by the Thames Valley SHA and Trent 
SHA, the latter also drawing on the Kaiser triangle and the Evercare approach to case 
management. 

In other SHA areas, a wide variety of models have been adopted, based on the decisions 
of PCTs. The responses suggest that in many cases SHAs have facilitated collaboration 
between PCTs to exchange ideas and experience. Two examples are North West London, 
which has initiated a long-term conditions collaborative, and West Yorkshire which has 
encouraged PCTs to work with each other and to network with PCTs in other SHA areas in 
developing their approach to long-term conditions. 

In other cases, it would appear from the responses that most SHAs have been less directly 
involved and have taken the view that PCTs are in the driving seat on this policy. 


APPROACHES IN USE IN THE NHS 

As might be expected from the location of leadership responsibility with PCTs, a wide 
variety of approaches have been adopted to support implementation of the NHS and Social 
Care Model. Those mentioned in the responses to the survey were: 

• Wagner's Chronic Care Model (broad conceptual model), 

• Kaiser's triangle (service delivery model), 

• Evercare (service delivery model), 

• Unique Care / Castelfields (service delivery model), 

• NPDT collaborative eg on COPD (service delivery model), 

• Expert Patient Programme (service delivery model), 

• Pursuing Perfection (service delivery model), 

• PARR tool developed by King's Fund (service delivery model). 

The varied quantity and quality of information supplied in each response and the diverse 
sources of this information (PCT or SHA) makes it difficult to be more precise about the 
models that have been adopted most frequently. 

In some cases, models have been adapted by SHAs and PCTs. For example, the South 
Yorkshire model described above; the addition of end of life care to the Kaiser triangle in 
Birmingham and Black Country SHA; and adding informatics and data analysis in various 
SHAs. 



There appears to have been a particular emphasis to date on service delivery models that 
focus on case management and the use of community matrons, such as Evercare and 
Unique Care / Castlefields. This reflects the priority attached to case management and 
community matrons by the Department of Health. An example is Essex SHA whose 
approach is informed by the Kaiser triangle but whose strategic framework document 
focuses on case management and sets out the principles to be used to develop case 
management. 

Similarly, most of the responses from PCTs (for example, from Kent and Medway) 
emphasised the work they are doing to appoint community matrons and strengthen 
services for people with long-term conditions at level three of the Kaiser triangle. 

Indeed, most SHAs and PCTs that provided information about the components of the 
model they were using typically referred to the three levels of the Kaiser triangle and rarely 
referred to other elements. 


REASONS FOR CHOOSING DIFFERENT MODELS 

We asked SHAs why they had selected specific approaches. Responses to this question 
were less detailed than to the request for information about which frameworks they were 
drawing on. 

In a small number of cases, it was reported that models had been chosen after a review of 
the evidence about different approaches (Surrey and Sussex, Essex, Dorset and Somerset, 
South Yorkshire, and North East London). 

Three responses referred to the importance of international links with Kaiser 
(Leicestershire, Northamptonshire and Rutland, and Surrey and Sussex) and United Health 
Europe (Trent). 

In other cases, the reasons given focused on individual preferences, including: 

a desire to continue with approaches already in place (North West London and South 
Hams and West Devon PCT), 

a preference for a generic rather than a disease-specific model (Birmingham and Black 
Country), 

a desire to adopt a model that fitted local circumstances and was not overly medically 
orientated (North and East Yorkshire and Northern Lincolnshire), 

and Department of Health guidance (Thames Valley). 

A number of responses suggested that they had chosen a model because it was most likely 
to contribute to targets such as bed day reductions. 

The remaining responses did not provide sufficient information to identify the reasons for 
choosing a particular approach. 
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IMPACTS 


We asked SHAs whether their approaches were having any impact. The most common 
response to this question was that 'it is too early to say.' 

Beyond this, a number of responses referred to 'anecdotal evidence' that the approaches 
adopted were beginning to have an impact, for instance in slowing and reducing 
emergency bed day use. Some of these responses included data illustrating changes 
following the introduction of case management and similar interventions. Others indicated 
that impact was being evaluated by PCTs without providing further information. 

A number of the responses gave examples of more detailed frameworks for evaluating the 
impact of models. Some of these frameworks outlined ambitious attempts to evaluate the 
impact of the long-term conditions policy along a number of dimensions. An example is the 
approach taken in Surrey and Sussex which is tracking patient experience, processes, staff 
views, and resource use. The table overleaf lists the key targets and measurement tools 
being used in Surrey and Sussex. Baseline information has been collected in 2005 and this 
will be followed up in late 2007 / early 2008. 

The management reports and policy papers that accompanied the responses to the survey 
included many examples of local audits and stocktakes undertaken to track progress to 
date. An example is the approach being taken in Shropshire and Staffordshire where the 
SHA is undertaking a stocktake with PCTs to assess progress in six areas: 

identification of people at levels 3, 2 and 1, 

• personalised care plans for complex patients, 

• implementation of community matrons, 

measures for achieving the targets and local priorities including financial balance, 

• overall continued strategic planning and leadership, 

• and effective communication. 

An example of a local audit is the evaluation of the Eldercare Project in Cornwall (EPIC) 
undertaken by three PCTs in Cornwall. This evaluation now forms the basis of the 
approach to chronic disease management in Cornwall. 

Another example is the East Riding Case Management Pilots Evaluation Report that found a 
56% reduction in admissions and a 73% reduction in emergency bed days in the pilot 
phase. 

A few responses indicated an intention to establish comprehensive evaluations in due 
course. For example, Birmingham and Black Country and Trent are working with United 
Health Europe in developing its approach. 



Resources People with long-term conditions 


Evaluation framework being used in Surrey and Sussex 
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Outcomes 

Indicators / Targets 

Measurement 

Outcomes 

Indicators/ Targets 

Measurement 

People feel 
more informed 
about their 
condition and 

care 

75% of people with long¬ 
term conditions feel 
informed about their 
condition and care 

Surrey and 

Sussex wide 
survey (2005 and 
2008) 

Increased 
shared 
vision of 
service 
provision 

80% of NHS staff are 
aware of the chronic 
care model 

MORI NHS 
staff survey 

100% of PCT areas 
develop new resources 
or delivery methods 

Annual PCT self- 
assessment audit 

10% of staff working with 
people with long-term 
conditions take part in 
joint learning each year 

Annual PCT 
self- 

assessment 

audit 

Increased 
sense of 
control 

25% of people with long¬ 
term conditions take part 
in self-management 
education programme 

Surrey and 

Sussex wide 
survey (2005 and 
2008); EPP data 

Increased 

job 

satisfaction 

33% of NHS LTC staff 
say they are more 
satisfied with their role 

MORI NHS 
staff survey, 

Expert Patient 

Programme or 
equivalent available in 

80% of areas 

EPP data 

Annual PCT self- 
assessment audit 

33% of NHS staff 
working in chronic care 
feel more able to make a 
difference 

MORI NHS 
staff survey 

50% of people with long¬ 
term conditions say they 
feel in control of and 
involved in planning 
care 

Surrey and 

Sussex wide 
survey (2005 and 
2008) 

50% of staff working with 
people with long-term 
conditions feel there is 
less duplication of effort 

MORI NHS 
staff survey 

Improved 
experience of 
care 

50% of people with long¬ 
term conditions perceive 
improved quality, 
accessibility, and 
consistency of care 

Surrey and 

Sussex wide 
survey (2005 and 
2008) 

Improved 
perception 
of service 
systems 

75% of staff working with 
people with long-term 
conditions feel services 
are more co-ordinated 

MORI NHS 
staff survey 

5% reduction in 
complaints from people 
with chronic conditions 

PALs and PCT 
quarterly Board 
reports 

75% of staff think 
information is more 
likely to be shared 
between staff and 
between organisations 

MORI NHS 
staff survey 

90% of those eligible are 
assigned to a case 
manager 

Routinely 
collected data 

90% of people receive 
annual medical reviews 

Routinely 
collected data 

75% of staff trust that 
colleagues they refer 
patients to will 
treat patients 
appropriately 

MORI NHS 
staff survey 

Improved 
quality of life 

50% of people have 
improved quality of life 

Patient survey 
(2005 and 2008) 

Improved 

clinical 

indicators 

10% reduction in 
emergency admissions 
for each condition 

Routinely 
collected data 

Better co¬ 
ordinated 

care 

100% of PCT areas 
implement single 
assessment process 

Annual PCT 
self audit 

Absolute increase of 

10% in proportion of 
people with specified 

QoF markers 

Routinely 
collected data 

80% of PCT areas adopt 
standardised risk 
stratification / triggers 

Annual PCT 
self- 

assessment 

audit 

Absolute increase of 

10% in people with heart 
failure prescribed ACE 
inhibitors / beta blockers 

Routinely 
collected data 

100% of PCT areas 
adopt case management 
for those at high risk 

Annual PCT 
self- 

assessment 

audit 

10% increase in people 
with stroke who are 
prescribed aspirin or 
clopidogrel 

Routinely 
collected data 

75% of patients and 

75% of staff feel care is 
well co-ordinated 

Patient and 
staff surveys 

Improved ‘cost 
effectiveness' for 
prescribing 

Routinely 
collected data 

75% feel there are 
partnerships between 
patients and staff 

Patient and 
staff surveys 

Reduced 

emergency 

admissions 

10% reduction in 
emergency admissions 

Routinely 
collected data 

Improved 

referral 

systems 

33% of PCT areas have 
self referral policies to 
specialists 

Annual PCT 
self audit 

Reduced 
emergency 
hospital days 

Adjusted PSA target: 

1.8% by March 2006; 

6.9% by March 2007; 

12% by March 2008 

Routinely 
collected data 

25% of PCT areas 
reduce referral / entry 
forms for patients or 
have drop-in services 

Annual PCT 
self- 

assessment 

audit 

Redeployment 

of resources 

towards 

community 

care and 

health 

promotion 

5% shift in finances 
used for chronic 
conditions towards self¬ 
management and health 
promotion 

Annual PCT self- 
assessment audit 

Improved 
shared info 
systems 

80% of PCT areas use 
shared data 
management tools / 
registries / definitions / 
triggers 

Annual PCT 
self- 

assessment 

audit 

5% increase in 
resources (finances and 
staff) available for 
community and social 
care 

Annual PCT self- 
assessment audit 

Partnership 
with local 
government 

community, 

and 

voluntary 

sector 

50% of PCT areas 
proactively working with 
voluntary / non health 
sector 

Annual PCT 
self- 

assessment 

audit 

Case management 
introduced at same or 
lower overall cost of 
care for frequently 
admitted patients 

Annual PCT self- 
assessment audit 

80% of PCT areas 
moving towards 
integrated health and 
social care system with 
joint targets 

Annual PCT 
self- 

assessment 

audit 
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Professionals Processes 















































SUMMARY OF SURVEY RESPONSES 


Feedback from SFIAs suggests: 

SFIAs have adopted different styles to developing their approach to long-term 
conditions ranging from promoting SFIA-wide models, seeing PCTs as having the lead 
responsibility, and supporting PCTs through collaborative and networking activities. 

A wide range of approaches have been adopted to support implementation of the NHS 
and Social Care Model, including broad frameworks such as Wagner's Chronic Care 
Model, and service delivery approaches such as the Kaiser triangle and EverCare. 

There has been a particular interest in developing case management drawing on 
EverCare, Unique Care / Castlefields and similar approaches. 

The reasons cited for choosing different approaches include the evidence base, 
international experience, Department of Health guidance, continuing existing 
approaches, a preference for generic models, and wanting to use models that will 
meet targets. 

Good quality evidence on the impact of the approaches is lacking, with most 
respondents reporting that it is too early to present rigorous evidence. Anecdotal 
evidence indicates that case management may be reducing emergency bed day use 
and a number of SHA areas are planning to evaluate their programmes more 
systematically in the future. At least one SHA area has set up an extensive evaluation 
programme. 
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Summary of responses from each SHA area 


PCT area Response Model Impact 

Shropshire & 
Staffordshire 

Response 
from SHA 

No SHA wide model. PCTs have developed own 
models focused on case management 

Impact reviewed in SHA stocktake 
in January 2005 and planned for 
2006 

North West 

London 

Response 
from SHA 

No SHA wide model. PCTs have developed own 
models focused on case management 

Evaluations being undertaken by 
PCTs 

North East London 

Response 
from SHA 

Variety of models dominated by Wagner approach 
with examples of Evercare and Unique Care 

Evaluations being planned 

South East 

London 

Response 
from SHA 

No SHA wide model. PCTs have developed own 
models - some disease specific and others generic, 
including Evercare, Pursuing Perfection, COPD 
collaborative, Expert Patient and King's Fund PARR 

Each project has own evaluation 
criteria. Too little comparable data 
and too early to say if objectives 
achieved 

Thames Valley 

Response 
from SHA 

The NHS Health and Social Care Model has been 
adopted across the SHA 

SHA has developed guidance for 
PCTs on evaluation of matrons 

Essex 

Response 
from SHA 

SHA developed framework for case management for 
use by PCTs and has encouraged application of 

King's Fund PARR tool 

Anecdotal evidence suggests some 
effect on emergency bed day use 
although too early to attribute 

Surrey and Sussex 

SHA / PCT 
Alliance 

The Transforming Chronic Care Programme involves 
all 15 PCTs and has adapted the Wagner and Kaiser 
models across the SHA area 

A detailed evaluation is underway 
to assess impact on a number of 
dimensions 

Kent and Medway 

Responses 
from PCTs 

Medway PCT has adopted the Kaiser model. 
Canterbury and Coastal PCT has adopted The NHS 
Health and Social Care Model and has appointed 
community matrons as part of the Empowering 
Patients Independence care programme. East Kent 
Coastal PCT has focused on case management 
drawing on Evercare and Castlefields 

It is too early to assess impact. 

East Kent Coastal PCT is 
developing a data collection tool to 
measure service outcomes 

South West 
Peninsula 

Responses 
from PCTs 

Mid Devon PCT is focusing on case management 
using Evercare, chosen because of potential to 
reduce non-elective admissions. Exeter PCT has 
adapted the Kaiser model and a whole system 
approach. South Hams and West Devon PCT has 
adapted an existing generic model (called Closer to 
Home). The three Cornwall PCTs have used a 
number of models including Evercare and Kaiser 

Individual PCTs are conducting 
their own assessments. It is too 
early to assess impact. In 

Cornwall, PCTs have undertaken 
an evaluation of the Eldercare 
Project which provides case 
management for people aged over 
75. This suggests progress in 
reducing emergency admissions. 

Dorset and 
Somerset 

Response 
from SHA 

The Kaiser triangle has been adopted across the 

SHA area 

It is too early to say if the model is 
making a difference, but there are 
some early indications of 
emergency bed day savings 

Avon, 

Gloucestershire 
and Wiltshire 

Responses 
from PCTs 

Gloucester PCT has used the Kaiser triangle and 
drawn on Castlefields and Evercare approaches. 

North Somerset PCT is hoping to draw on Unique 

Care in developing its approach, and is involved in 
the NPDT collaboratives in COPD and diabetes 

It is too early to assess impact 

Hampshire and 

Isle of Wight 

Response 
from SHA 

SHA has a strategic facilitation programme but PCTs 
provide the clinical leadership for the vision, 
strategy and implementation. PCTs are taking 
different approaches 

It is too early to assess impact 

West Midlands 
South 

Responses 
from PCTs 

South Warwickshire PCT has adapted the Kaiser 
model. Herefordshire PCT has used the Kaiser 
model and also drawn on the Wagner model and its 
approach will be evaluated 

It is too early to assess impact 

Birmingham and 
Black Country 

Response 
from SHA 

PCTs have developed their own models and these 
have been linked back to the Kaiser model. United 
Healthcare Europe is involved in an informatics 
programme to provide risk profiling 

The approach will be evaluated 
using data from the informatics 
programme and other sources 

Northumberland, 
Tyne and Wear 

Response 
from SHA 

No SHA wide model. PCTs have developed their 
own models, including the Wagner approach and 
Unique Care 

SHA is promoting a benefits 
realisation framework. It is too 
early to assess impacts 

Leicestershire, 
Northamptonshire 
and Rutland 

Response 
from SHA 

The Kaiser model has been adopted across the SHA 
area 

An evaluation framework is being 
developed to assess impact 

North and East 
Yorkshire and Nth 
Lincolnshire 

Response 
from SHA 

No SHA wide model. PCTs have developed their 
own models focused on case management and 
influenced by Unique Care 

The approaches adopted are 
starting to slow the increase in 
admissions and bed days 

South Yorkshire 

Response 
from SHA 

The Wagner and Kaiser models have been adapted 
into an SHA wide approach 

Evidence on impact is sketchy 

West Yorkshire 

Response 
from SHA 

PCTs have developed their own models. These 
models have drawn on Unique Care / Castlefields, 
Evercare, Kaiser, and Expert Patient Programme 


Trent 

Response 
from SHA 

The NHS and Social Care Model has been adopted 
with case management supported by United 
Healthcare Europe / Evercare and Kaiser triangle 

It is too early to evaluate the 
model but there is some anecdotal 
evidence 





























SECTION 4: SUMMARY 

What models of chronic care have been used internationally? 

This rapid review suggests that the Chronic Care Model and the related Innovative Care for 
Chronic Conditions Model are the most common frameworks for conceptualising effective 
components of care for people with long-term conditions. The Kaiser pyramid of care 
appears to be used throughout the developed world to conceptualise service delivery. 
While a number of other approaches guide service delivery, these tend not to be 
conceptualised as formal models, nor are their components clearly articulated. 


Summary of named models 


Model Origin Key components Evidence of impact 

Broad frameworks 

NHS and Social 

Care 

UK 

• Risk assessment 

• Targeting frequent users 

• Case management by matrons 

• Multidisciplinary teams 

• Self management 

We identified no evidence 
about the effectiveness of this 
model, although it is newly 
implemented so it is too early 
to gauge effects 

Chronic Care Model 
and revised 'Care 
Model' and 
'Expanded Chronic 
Care Model' 

US 

• Community resources 

• Healthcare system 

• Self-management 

• Decision support 

• Delivery system redesign 

• Clinical information systems 

We identified evidence that 
components of the model can 
improve quality of care and 
resource use. We identified no 
comparative evidence about 
whether this model is better 
than other frameworks 

Innovative Care for 
Chronic Conditions 

WHO 

• Micro level (individual, family, 
and health staff) 

• Meso level (community and 
health care organisations) 

• Macro level (policy) 

We identified no evidence 
about the effectiveness of this 
model 

Public Health Model 

US 

• Population-wide policies 

• Community activities 

• Health services 

We identified no evidence 
about the effectiveness of this 
model 

Continuity of Care 
Model 

US 

• Tracks intervention needs 
from general population 
through to those needing 
palliative care 

We identified no evidence 
about the effectiveness of this 
model 

Service delivery <3 

pproaches 

Kaiser Model 

us 

• Care provided care based on 
risk assessment 

• Case management for those 
with complex needs 

• Care management for 20-30% 

• Supported self care for most 

Evidence from the US suggests 
that this model can provide 
more integrated care and 
reduce hospital admissions 

Evercare and Pfizer 
models 

us 

• Focuses on identifying those 
at highest risk for 
hospitalisation and providing 
nurse led case management 
(Evercare) or telephone 
support (Pfizer) 

There is evidence that the 
Evercare and Pfzier models may 
reduce healthcare costs in the 

US. A UK evaluation of Evercare 
found increased identification of 
unmet needs 

Strengths Model 

us 

• Self empowerment 

• Identifying people's capacities 

We identified no evidence 
about this model 

Veteran's Affairs 

us 

• Similar to Chronic Care Model, 
but applied to particular 
population segment 

We identified no additional 
evidence about implementing 
this model in the US Veteran's 
Affairs system, other than that 
focussed on the generic Chronic 
Care Model 

Guided Care 

us 

• Nurse-led care 

No evidence about this model 

PACE 

us 

• Integrated care for the elderly 

• Targetting day centre users 

• Single access point 

There is limited evidence about 
this model, although it may 
reduce hospital admissions and 
increase nursing home use 
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What evidence is there about the impacts of these models? 

There is limited high quality evidence about the impact of any model. 

Although components of the Chronic Care Model have been studied extensively and a 
detailed evaluation has been undertaken in the US, it is still unclear whether this model is 
any more effective than others. This is largely because other models are not well 
conceptualised or described. However, there is also limited information about whether all 
components of the Chronic Care Model are necessary or effective. 

There is evidence that improvement programmes which aim to implement the Chronic Care 
Model can have a sustainable impact on quality of care and some clinical and resource 
outcomes. The relative merits of each component of the model, and the extent to which 
these are implemented effectively by healthcare organisations, is still under review. 

There is almost no evaluative information about any other broad chronic care framework. 

Evaluations of specific models of service delivery, such as the Kaiser and Evercare 
approaches, are available. These suggest that specific service delivery models may have 
some impacts on quality of care and healthcare resource use, however most high quality 
evidence is drawn from the US health system. 


What approaches have been adopted by Strategic Health Authorities? 

SHAs have adopted different styles to developing their approach to long-term conditions, 
with some taking the lead or facilitating PCT collaborations and others leaving policy in the 
hands of individual PCTs. 

A wide range of approaches have been adopted in SHAs and PCTs, including broad 
frameworks such as Wagner's Chronic Care Model, and service delivery approaches such as 
the Kaiser triangle and EverCare. Many of the SHAs are focussing on service delivery 
models and case management, rather than a broader approach taking into account 
multifaceted components. 

The majority of SHAs had based their decisions about which approach to adopt on 
pragmatic or experiential factors rather than research evidence. 

As yet, it appears too early to say whether any of the models implemented are having an 
impact on chronic care. 
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would be pleased to acknowledge any such diagrams in the first instance. 
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Long-term conditions: 

how to manage them? 



The Department of Health defines long-term conditions as ‘diseases which current medical 
interventions can only control not cure’ 1 . These types of conditions create a unique challenge 
to both developing and developed countries. In this article, Joanna Goodwin discusses the 
different models of long-term care management that have already been established in the US 
and discusses whether they can be applied to the UK. 



G lobally, as infant mortality decreases 
and populations live longer, there is 
greater exposure to risk factors that 
can premeditate the development of long-term 
conditions, such as obesity and tobacco smoke 2 . 

In the UK, 17.5 million people have a long-term 
condition 3 ; the most common conditions being 
arthritis, heart disease and respiratory diseases 1 . 
Older people are more likely to have multiple long¬ 
term conditions than their younger counterparts, 
and the risks of this increases as they age 1,3 . 
Globally, 87 per cent of over 65 year olds have at 
least one long-term condition and 67 per cent have 
multiple conditions. These figures rise in the over 
80 years age group - 92 per cent have one long-term 
condition and 73 per cent have more than one 4 . 


Impact on healthcare resources 

In the US, 83 per cent of the healthcare spending 
is for people with long-term conditions 4 . This is 
mirrored in the UK, where 80 per cent of General 
Practitioner (GP) consultations and 60 per cent of 
hospital bed days are associated with long-term 
conditions 1 . Healthcare spending sharply rises as 
the number of long-term conditions increases 13 , 
and the cost of long-term conditions does not only 
impact on health resources. For example in 1999, 
Coronary Heart Disease (CHD) was estimated to 
cost £7.06 billion in the UK, but only 25 per cent 


of this was spent on direct healthcare with the rest 
spent on informal care costs and lost earnings due 
to ill health 5 . 

This article will discuss the different models of 
long-term management that have been established 
in the US and look at whether these could be 
applied to a UK setting. 


Chronic Care Model 

The Chronic Care Model, introduced by Wagner in 
2002, has gained authority and respect in the US 6 . 
Traditionally healthcare has been organised around 
the needs of acute, episodic care. However, an acute 
care model when applied to long-term conditions 
results in unnecessary, lengthy hospital admissions, 
a passive patient experience and costly healthcare 7 . 
In the Chronic Care Model, care is placed squarely 
in the primary care arena, facilitating secondary 
care only as necessary. This framework is then 
broken down into six building blocks of care: the 
organisation of health care, community resources, 
self-management support, delivery system design, 
decision support and clinical information systems 7 . 


Long-term conditions and the NHS 

The Department of Health (DoH) uses the 
Chronic Care Model in its policies such as 
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the National Service Frameworks (NSFs) for 
conditions such as CHD and diabetes, which 
have provided guidelines for management based 
on robust evidence. In addition, the General 
Medical Services GP contract has a funding stream 
dedicated to quality payments linked to long-term 
conditions. This ensures that the organisation of 
healthcare is focused on the provision of services 
to those with chronic illnesses 8 . 

As well as using the Chronic Care Model, the 
DoFI has adapted the Pyramid of Care from 
the Kaiser Permanente model (by the American 
healthcare insurance group 1,3 ’ 9 ) and used it in the 
NHS Improvement Plan 9 and other documents. The 
base of the Kaiser Permanente model, which is 
discussed later on in this article, rests on 
population wide prevention of ill health and health 
promotion. Interestingly the Pyramid of Care does 
not appear in the DoH’s most recent document, 

The NSF for Long-term Conditions 10 . 


The Pyramid of Care 

Level one of the pyramid consists of supported 
self-care; it is anticipated that 70 to 80 per cent 
of the long-term condition population will 
be managed this way. This involves education 
about their condition, the knowledge to manage 
changes in their health and the importance 
of taking medication as prescribed. Effective 
support includes improving the individual’s 
confidence and capacity to become an active 
partner in managing their long-term condition 11 . 
One method of facilitating this is via the Expert 
Patient Programme. This is led by a non-medical 
leader and people who have a long-term condition 
themselves. This is an acknowledgement that 
disease management can be viewed too much in 
a medical model framework and that living 
with a condition provides a unique insight to 
its management 12 . 

Level two of the pyramid is disease-specific 
care management. People with complex needs 
relating to a particular condition are cared for in 
this way. Care is provided by multi-disciplinary 
teams, which have specialist knowledge of the 
appropriate condition, and care is based on 
evidence based guidelines and patient pathways 
using the NSFs and guidance produced by 
the National Institute for Health and Clinical 
Excellence (NICE) 9 . Individual studies have shown 
disease-specific care management can be effective, 
but the level of success varies between the severity 


of the condition, mode of intervention and type of 
patient included 13 . This point is also very relevant 
when discussing case management. 

Disease-specific management is generally 
presumed to be more cost effective than 
conventional care. The DoH expects long-term 
condition management to reduce emergency bed 
days and the resultant cost by five per cent by 
2008 3 , but there is a scarcity of evidence on cost 
reductions from implementing care management, 
and available studies have methodological 
limitations. Also, studies often fail to capture 
the cost of implementing the intervention itself. 
Hidden costs include training of staff and cost of 
identifying and enrolling of patients. Thus, the 
Congressional Budget Office in the US finds that 
‘to date there is insufficient evidence to conclude 
that disease management programmes can 
generally reduce the overall cost of health 
care services 14 ’. 

Level three of the pyramid is case management. 
This is for the small percentage of patients 
who have multiple long-term conditions, whose 
complexity makes them high users of primary 
care, social care and unplanned hospital time. 

These patients are often older people and are 
particularly the oldest old. Case management is 
intensive, individualised and involves enduring 
care that evaluates medical and nursing needs as 
they rapidly change. It also takes a holistic view of 
health and social care to provide input centred on 
an individual 1,3 . 


Castlefields - Unique Care Model 

This approach to case management started in 1999 
in a health centre in Runcorn. The model involves 
a joint assessment by a social worker and nurse to 
address health and social care needs driven by the 
patient themselves. The team also proactively in¬ 
reaches into hospital to support discharge planning 
and has criteria to assertively access patients 
before crisis intervention is required 15 . 

The Unique Care model sees itself as differing 
from the US models, by the increased skills of 
existing staff, rather than the implementation of a 
new team. The service has reported a 15 per cent 
fall in hospital admissions from a baseline in 1999 
after four years and a reduction in bed occupancy of 
41 per cent 16 . This evidence has not been published 
in a peer reviewed journal and is essentially based 
on evidence from one healthcare centre. Despite 
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this, the National Primary Care Development Team, a 
DoH support vehicle for Primary Care Trusts (PCTs), is 
advocating the countrywide uptake of the model. 

Kaiser Permanente approach 

Kaiser Permanente Medical Care Programme is a large 
managed care organisation with eight million members 
in the US. Their approach to long-term condition 
management can be seen from the Kaiser Permanente 
Pyramid of Care described earlier. They are proactively 
involved in all layers of care in the pyramid. 

The organisation collects health insurance payments 
from members and then provides them with care. Physicians 
have an interest in minimising hospital stays because they 
share responsibility for the success of the programme; they 
also provide the clinical leadership for the organisation, 
rather than generic managers. Medical specialists also 
work alongside primary care generalists, so there is no 
incentive to have overlong hospital stays. In addition, there 
is integrated care across primary and secondary care, as 
Kaiser Permanente provide both care systems 17 . 

Both the individual purchasing their health plan 
and large organisations bulk buying healthcare for their 
employees have effective levers on American healthcare 
providers. They are able to negotiate for lower cost, high 
quality services and to move between providers as they 
wish. This ensures that the organisation is competitive 
and responds quickly to clinical needs to provide prompt 
diagnosis and treatment 18 . 

Feachem et a/ 18 compared the cost and performance of 
the NHS to Kaiser Permanente in California. They found 
for relatively similar population characteristics, activities 
and cost, there were nearly four times the number of acute 
bed days in the NHS than for Kaiser Permanente per 1,000 
population. Access of services was much quicker with the 
Kaiser Permanente model: 80 per cent of NHS patients 
referred to a consultant were seen in 13 weeks, compared 
with Kaiser Permanente where 80 per cent of patients were 
seen in two weeks. Feachem et al’s methodology has 
resulted in much critique and discussion, but the differences 
are stark. 

Ham et al 19 further explored this area; they analysed 11 
common conditions and found that admission rates, length 
of stay and bed day use were higher for the NHS than for 
Kaiser Permanente. For example, length of stay for stroke 
and hip fractures was five to six times longer for NHS 
patients than for Kaiser Permanente patients 19 . 

The application of the Kaiser Permanente system to the 
UK would not be possible in the US form. It is very much a 
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whole systems approach with specific drivers to 
ensure quality and efficiency. There are many points 
to learn, however, especially for the management of 
long-term conditions; for example, the emphasis on 
primary care and integration of care. 


Evercare model 

The UnitedHealthcare group model, Evercare, 
is based on five core principles: individualised, 
holistic person centred care; the use of primary 
care as the controlling, commissioning force; care 
provided in the least invasive setting; reduction 
in unnecessary polypharmacy; and lastly, a data 
feedback system to improve performance 17,20 . These 
principles are echoed throughout more recent 
DoH publications 3,9 . 

Evercare implement these strategies via the use 
of Advanced Primary Nurses (APNs). Their role is 
one of ‘generalist with special interests rather than 
specialists’ 17 or proactive generalists rather than 
reactive specialists 20 . Abilities include physical 
examination, illness monitoring, close collaborative 
working with the GP and critical reasoning to 
provide the best care for their patients 20 . The 
UnitedHealthcare group state that the Evercare 
US programme reduces hospital admissions by 50 
per cent, decreases medication costs, is popular 
with enrollees and improves clinical practice 21 . 

This is supported by a study by Kane et aP 2 , but 
the paper raised some interesting points that 
certainly limit Evercare’s potential to be applied to 
an UK setting. Firstly, in the US, the Evercare 
model is almost exclusively used in nursing home 
settings, so its application to community dwelling 
vulnerable adults is unproven. The study also 
found that Evercare was successful due to the use 
of Intensive Service Days. These were an incentive 
payment to the nursing home to provide any extra 
nursing support to prevent a hospitalisation. When 
hospitalisation and Intensive Service Days were 
counted together, Evercare admission rate was 
similar to the control groups 22 . The study 
unfortunately did not incorporate a cost analysis of 
the different patterns of care. 

The DoH is currently piloting the Evercare 
model in 10 PCTs in the UK. This project is still 
under evaluation, but Evercare’s own interim 
report summarises that the approach can 
successfully be applied to the UK. They state that 
they have identified a previously unidentified high- 
risk population, and have re-engineered the 


nursing workforce and improved collaborative 
patient care 21 . They do not provide any statistics 
from the pilot sites, but give anecdotal examples of 
admission avoidance and reducing hospital stays 21 . 

Research by the National Primary Care 
Research and Development Centre is currently 
evaluating the UK Evercare pilot sites and they 
identify some key flaws to the evidence produced 20 . 
For example, one of the central themes to the 
Evercare model is its identification of high-risk 
people who would benefit from case management. 
One of the main methods by which this is carried 
out is identifying older people who have had two or 
more unplanned hospital admissions in the last 
year. The report analysed the Hospital Episode 
Statistics and found that the number of admissions 
for these people fell in the next year. In the year in 
which they are identified, people who would meet 
the criteria for the Evercare programme were 
responsible for 38 per cent of hospital admissions. 
In the following year they were responsible for 10 
per cent of admissions, and this drops to six per 
cent of admissions the year after 21 . It is not known 
why this is at present (possibly because admission 
to permanent care plays a large factor) but it 
highlights that although a previous unplanned 
admission is a risk factor for a future admission, it 
is one of poor predictive value. Evercare or any 
other case management model should not therefore 
use unplanned admissions as their main recruiting 
grounds for case management. 

This limited effect on unplanned hospital 
admissions will be the same for other case 
management programmes who base their patient 
identification on previous hospital admissions. 

Thus, for a scheme to prove its efficacy it would 
need to include a control group as a comparison, 
rather than rely on a decrease in hospital 
admissions 20 . UnitedHealthcare Group start to 
acknowledge this within their more recent final 
report 23 . They explain some of the drop in hospital 
admissions as a ‘regression toward the mean’. That 
is the extreme population selected, i.e. those with 
two or more unplanned admissions, are likely by 
chance to be less extreme when measured in the 
future. This confusing explanation would only be 
clarified by the gold standard of a randomised 
controlled trial 23 . 

It is unlikely that Evercare UK will be 
as successful as the US model due to the 
community dwelling population and lack of 
Intensive Service Days. 
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The evidence base for case 
management 

As discussed, the above schemes have not 
produced independent research based on a 
randomised controlled trial format to support 
their case management programmes. There has, 
however, been a variety of studies undertaken on 
case management outside of these organisations. 
The NHS management centre’s rapid review 
‘found inconsistent evidence of the effects of case 
management on quality of care, clinical outcomes 
and healthcare resource use from 11 systematic 
reviews, 19 additional randomised trials and four 
other studies 24 ’. The King’s Fund report further 
broke this down to identify weak evidence for 
case management to prevent hospital admissions, 
no decrease in emergency department use, some 
decrease in length of hospital stay and modest 
improvement in functional abilities 25 . 

Limited work has also been done to identify 
the successful components of case management 
programmes. Stuck et al found that the effects of the 
intervention varied considerably dependent on the 
skills and abilities of the case manager providing the 
care. One nurse identified fewer problems than the 
other two nurses and subsequently did not have the 
same effect on reducing nursing home admissions 
and improving functional abilities of the patients 
seen 26 . Gagnon et al identified the lack of authority 
and credibility of the case managers as the reason 
for their insignificant findings 27 . 

Counter-intuitive results have also been found 
with regards to medication review, which is a core 
component of case management schemes. Holland 
et al found that a medication review by a pharmacist 
following discharge from hospital actually increased 
readmission rates to hospital by 30 per cent and 
increased GP home visits by 43 per cent 28 . Their 
initial analysis of these findings suggest that patients 
may have had more knowledge of their conditions 
and may have self-referred themselves to services 
when unwell or that due to better adherence to 
medications, they may have inadvertently triggered 
iatrogenic illnesses 28 . 


The community matron 

The DoH has placed the responsibility for case 
management onto a new healthcare professional 
- the community matron. This professional will co¬ 
ordinate complex needs across health and social 
care, to pro-actively manage problems before they 


lead to poorer health or hospitalisation 9 . The NHS 
Improvement Plan states there will be over 3,000 
community matrons by 2008 9 . This new role is 
very much modelled on the APN from the 
Evercare scheme 29 . 

The community matron will take responsibility 
for around 50 to 80 patients, develop a 
personalised care plan and monitor the individual 
regularly 9 - 29 . They will have advanced roles, such 
as managing medications, including prescribing 
and ordering investigations 29 . It is anticipated that 
district nurses will be the most appropriate existing 
staff group to take on this role 29 . This however 
could lead to staff shortages in this branch of 
nursing, which currently struggles with recruitment 
and retention problems 30 . This has been found to 
be a problem in the Evercare pilot sites, where 
there were delays in backfilling posts and some 
nurses trying to attempt both roles 21 . It is also 
thought that the DoH has been too specific in 
identifying only nurses for this role. Occupational 
therapists or community physiotherapists would 
also be well placed to take on this role. 


Conclusion 

We can trace the DoH’s response to the looming 
crisis of long-term conditions management through 
US processes such as the Chronic Care Model, 
Kaiser Permanente’s pyramid of care and Evercare’s 
use of APNs. It is, however, simplistic to think that 
these tools, in particular case management, will 
revolutionise the care of people struggling with long¬ 
term conditions without whole system change and 
significant drivers to improve care ■ GM 
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Key points 


> In the UK, 17.5 million people have a 
long-term condition. 

The US Chronic Care model and the 
Kaiser Permanente Pyramid of Care 
can be seen throughout DoH literature 
on the management of long-term conditions. 
The role of the Community Matron has 
been championed by the DoH, despite 
different models of case management 
providing weak or inconclusive 
evidence to their efficacy in the 
UK healthcare system. 
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ABSTRACT 
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PREFACE 


[Aims of Health 2020] “To significantly improve the health and well-being of populations, reduce health 
inequalities, strengthen public health and ensure people-centred health systems that are universal, 
equitable, sustainable and of high quality" (WHO Regional Office for Europe, 2012a). 


Building on the vision of current and earlier global commitments 1 , a World Health Organization 
(WHO) global strategy to towards high quality, people-centred and integrated care is currently 
being developed. With the aim of universal health coverage - a continued priority expressed 
most recently just this past May (2013) at the 66th World Health Assembly (see resolution 
WHA66.23) - the strategy calls for strong health systems to provide a range of quality, 
affordable services and at all levels and sites of care. Taking an evidence-informed, forward- 
looking approach, the strategy intends ultimately to support WHO, it’s Regional Offices and it’s 
Member States in tackling persisting health system barriers that continue to limit the availability 
of services and lack of people-centredness in the delivery of care. 

In the WHO European Region, efforts at present for health system strengthening (HSS) are 
guided by the new European health policy, Health 2020, committing Member States to achieve 
the Region’s health potential by year 2020 (WHO Regional Office for Europe 2012a). The 
umbrella policy framework places great importance on HSS as one of its four priority areas, 
recognizing the unique responsibility of health systems to deliver services that improve, maintain 
or restore the health of individuals and their communities. This priority importantly recalls the 
commitments set out in the 2008 Tallinn Charter - a milestone for the European Region, 
marking the importance that Member States place on improving the performance of their health 
systems and the direct relation between this and secured gains in population health and wealth 
(RC/EURO 2008). 

Highlighting the importance of people-centred and integrated care, the European Union has 
recently launched initiatives aiming in the same direction. The European Innovation Partnership 
on Active and Healthy Ageing (EIP AHA, European Commission 2012), and the health research 
priorities defined in the FP7 research programme (European Commission 2005), all work 
towards transformed and strengthened health systems in line with the Europe 2020 strategy 
(European Commission 2010). Research and innovation in this area will further be strengthened 
by the new framework programme Horizon 2020 (European Commission 2011). As has the 
World Health Organisation, so has the European Union recognized the need for a pro-active 
approach to help its member states strengthen their health systems, and enable its citizens to lead 
healthy and self-determined lives in line with the life-course approach. Hence, Europe 2020 and 
Health 2020 will logically complement each other, while adapting to the needs of its respective 
member states. 

Central to improving the performance of health systems are transformations in how services are 
delivered. This is recognized in the operational approach to HSS of the Division of Health 
Systems and Public Health (DSP), ensuring the removal of health system bottlenecks that effect 


1 Recalling the Declaration of Alma-Ata (1978), resolutions such as WHA54.13, WHA56.6 and WHA62.12 and 
summits on health system strengthening such as the International Conference dedicated to the 30 th Anniversary of 
the Alma-Ata Declaration on primary health care (Almaty, 2008). 
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coverage of core services in a given priority health area (WHO Regional Office for Europe 
2012b). Moreover, transforming the delivery of services is a fundamental component in a 
number of strategies across technical Divisions at the Regional Office 2 . Importantly, a core tenet 
of these efforts is strengthening the coordination/integration of care such that the provision of 
health services is organized according to the needs and expectations of the individual, overtime 
and across the full continuum of care. 

It is in response to needed transformations in the delivery services and in the context of the 
guiding commitments described above that the Framework for Action towards 
Coordinated/Integrated Health Services Delivery (CIHSD) has been conceived. The Roadmap 
document at hand is envisioned as a planning tool to communicate the processes to achieving the 
Framework for Action towards CIHSD by 2016. In the sections to follow, the concepts and 
context surrounding this work plan are further described, with priority then given to defining the 
phases, processes and products as well as key partnerships and a timeline for these efforts from 
the present until the final presentation of this work for Member State endorsement. 


2 This includes the WHO European Regional Action Plan to Strengthen Public Health Capacities and Services 
(RC62, Malta); the WHO European NCD Action Plan (RC61, Baku); the Regional Action Plan to Prevent and 
Combat MDR-TB and HIV (RC61, Baku); and the Strategy and Action Plan for Healthy Ageing in Europe 2012 - 
2020 
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SECTION ONE: THE COORDINATION/INTEGRATION OF HEALTH 
SERVICES DELIVERY - IN BRIEF 

1.1 Defining people-centred, coordinated/integrated health services 
delivery (CIHSD) 

Coordinated/integrated health services delivery (CIHSD) 3 is defined here as the management and 
delivery of health services such that people receive a continuum of health promotion, health 
protection and disease prevention services, as well as diagnosis, treatment, long-term care, 
rehabilitation, and palliative care services through the different levels and sites of care within the 
health system and according to their needs (adapted from PAHO, 2011). Viewed along a 
continuum - rather than as two extremes of integrated or not integrated - the CIHSD itself can 
then be described as a process or tool, serving as a means to secure gains in quality, efficiency 
and continuity of care and ultimately; to achieve improvements in health status and equity 
outcomes. 

According to the above definition and in its simplest form, efforts towards the CIHSD must 
consider the services provided and the settings of care, and further, the alignment of the two 
according to the unique health needs of a given individual (Figure 1.1.1). As shown below, in 
order to ensure truly people-centred services, priority must be given to provide the “right 
services” in the “right place” (settings) through strategic processes that allow the complementary 
and coordinated delivery of services through the lens of an individual and their respective needs 
and preferences. 

Figure 1.1.1 Coordinated/integrated health services delivery defined 



Importantly, we note the services considered span the full spectrum of care, encompassing from 
the essential public health operations (EPHOs) of health protection (EPHO 3), health promotion 
(EPHO 4) and disease prevention (EPHO 5) to diagnosis, treatment, long-term care, 
rehabilitation and palliative care. Thinking to the settings of care along this continuum of 
services, these cut across varied levels and sites to include the broad scope of public health at the 


3 We use ‘coordinated/integrated’ recognizing the translation of ‘integrated’ into Russian poses interpretation 
challenges, holding a different connotation and meaning to that intended here. ‘Coordinated’ is then used in 
combination merely for translation purposes and not to suggest a second meaning to the concept of ‘integrated 
health services delivery’. 
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population and individual level, the central setting of primary care, referrals to secondary care 
and specialist care, as well as the continuous support of community, home and social care 
settings and linkages across these settings with pharmacies. 

The specific approaches or processes employed creating the linkages between the services and 
settings may draw from across the health system. This includes for example, efforts to redesign 
or support the existing workforce in the clinical provision of services, the alignment of incentives 
to enable and promote the coordination of care across providers, structures to continuously 
measure the level of system integration, as viewed by objective and subjective people-centred 
parameters, or an investment in the infrastructure needed to support a shared information system. 
Redesign efforts also need to consider new professional roles and the skills necessary to work in 
this changed environment. Strengthening the CIHSD as depicted above is then an effect of the 
harmonious alignment of services and settings of care through the strategic use of processes that 
work to manoeuvre the system towards more integrated services. 


1.2 Defining related key concepts of CIHSD 

The extent to which services along the full continuum of care are experienced in a 
coordinated/integrated manner can be depicted from the perspective of an individual him/herself. 
This perspective is described by the concept of continuity of care defined as, “the degree to 
which a series of discrete health care events are experienced by people as coherent and 
interconnected over time, and consistent with their health needs and preferences” (PAHO 2011, 
p. 29). 

Focused on providing the ‘right care’ in the ‘right place’, CIHSD aligns with the WHO Regional 
Office for Europe’s priority of people-centred health systems - systems in which care is focused 
and organized around the health needs and expectations of people and communities, rather than 
on diseases themselves (WHO Regional Office for Europe 2012a; WHO 2010). People-centred 
care is broader than the closely-related concept of patient-centred care. Whereas patient-centred 
care focuses on the individual seeking services - the patient - people-centred care encompasses 
these encounters with the health system while also including attention to the health of people in 
their communities and the crucial role of citizens in shaping health policy and services (WHO 
Regional Office for Europe 2012a; WHO 2010). Thus, a people-centred approach takes a unique 
orientation that is able to recognize that before people become patients, they need to be informed 
and empowered in promoting and protecting their own heath. 

Table 1.2.1 below further notes the distinction between conventional (patient-centred) care and 
disease-specific programmes, with that of the broad, all-encompassing scope of people-centred 
health services delivery. 
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Table 1.2.1 Distinguishing features of people-centred care 


Conventional care 

Disease-specific programmes 

People-centred care 

Focus on illness and cure 

Focus on priority diseases 

Focus on health needs 

Relationship limited to the moment of 
consultation 

Relationship limited to programme 
implementation 

Enduring personal relationship 

Episodic curative care 

Programme-defined disease control 
interventions 

Comprehensive, continuous and person- 
centred care 

Responsibility limited to effective and safe 
advice to the patient at the moment of 
consultation 

Responsibility for disease-control targets 
among the target population 

Responsibility for the health of all in the 
community along the life cycle; 
responsibility for tackling determinants of 
ill-health and maintaining health 

Users are consumers of the care they 

Population groups are targets of disease- 

People are partners in managing their 
own health and that of their community. 

purchase 

control interventions 

Their preferences and motivations are 



integrated into care planning. 


Source: (WHO 2008a) 


Other key concepts include that of integrated health care networks, introduced by PAHO as a 
network of organizations that provide or arrange health services in a coordinated contiuum to a 
defined population and are willing to be held clinically and fiscally accountable for the outcomes 
and health status of the population served (2011). Integrated health care networks - like the 
CIHSD as described here - are seen not as an aim in themselves, but rather a means to improve 
coordination of care and hence, care continuity, quality and efficiency (Table 1.2.2). 

Table 1.2.2 Key concepts defined 


Integrated health 
services 


“The management and 
delivery of health services 
such that people receive a 
continuum of health 
promotion, disease 
prevention, diagnosis, 
treatment, disease- 
management, rehabilitation 
and palliative care services, 
through the different levels of 
care, and according to their 
needs throughout the life 
course” (PAHO 2011). 


Continuity of care 


“The degree to which a series 
of discrete health care events 
are experienced by people as 
coherent and interconnected 
over time, and are consistent 
with their health needs and 
preferences” (PAHO 2011, 
adapted from Haggerty et al 
2003). 


People-centred care 


“Care that is focused and 
organized around the health 
needs and expectations of 
people and communities 
rather than on diseases” 
(WHO 2010). 


Integrated health care 
networks 


“A network of organizations 
that provides, or makes 
arrangements to provide 
equitable, comprehensive and 
integrated health services to a 
defined population and is 
willing to be held accountable 
for its clinical and economic 
outcomes and for the health 
status of the population that it 
serves” (PAHO 2011, adapted 
from Shorten et al. 1993). 


1.3 What are the aims and benefits of CIHSD? 

The coordination/integration of health services delivery is an approach to remove gaps in care or 
poor coordination in care that adversely effect care experiences and ultimately, health outcomes 
(Goodwin and Smith 2011). The overarching aim of CIHSD is then to overcome the challenges 
of fragmentation by creating linkages between services along the full continuum of care and to 
do so according to an individual’s needs. Importantly, this does not mean that everything has to 
be integrated into one package, recognizing as Freeman et al. (2001) point out; discontinuities in 
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health care are likely inevitable. Rather, the aim is to ensure services are not disjointed from the 
perception of the service user and that each individual can easily navigate through the system’s 
various levels and settings of care. 

The potential benefits of more CIHSD can be viewed from the perspective of a number of health 
system stakeholders. For the public or patients, more coordinated/integrated services aim to 
provide a means to reverse or prevent the adverse outcomes of fragmented care, including the 
over-utilization of medicines, the reduction of redundant work, tests and procedures, adverse 
hospitalizations and medical errors (RAND 2012). The CIHSD has additionally been said to 
contribute to ensuring the following: the coordinated transfer and use of information by 
providers; the empowerment of citizens; improved access to appropriate services; individualized 
care; consistency in personnel; and a fluid patient-provider relationship (Waibel et al. 2011). For 
providers and the system-at-large, the coordination/integration of services can contribute to a 
reduction in the length of hospital stays, decreases in unnecessary hospital admissions and lower 
numbers of admissions to long-term care (Reed et al. 2005). 

As a multi-country questionnaire conducted by the OECD finds, there is overwhelming 
agreement that policy discussions on the coordination/integration of services are most closely 
linked with aims to improve the quality of care (Hofmarcher, Oxley, and Rusticelli 2007) (Figure 
1.3.1). This by extension impacts on health outcomes and the responsiveness of services to 
patient needs. To a lesser degree, the questionnaire finds the goals of cost efficiency and 
ensuring access to services drive the integration of care agenda. 

Figure 1.3.1 Main goals of policies to improve care coordination 


■AGRtt ■N=ll HtRAGKtt OK UI^AOKt= HDISAGKtt ■\I/A 


Improving & mcnitoring quality of care 
Raising tha I aval n ; (last efficiency 
Improving and/cr sustaining physical access :o care 
Improving and/or sus:aining insurance coverage 
No spacifinhealth system goals 
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Source: OECD questionnaire on coordination of care 2006, N=26 (Hofmarcher, Oxley and Rusticelli 2007) 


1.4 What might CIHSD look like in practice? 

A continuously growing literature base has allowed a cataloguing of a range of examples of how 
CIHSD might be adopted in practice. Some of these initiatives falling under the integration of 
health services umbrella are outlined below (Figure 1.4.1) aligned with the following 
orientations common to their approach: system (re-)design in the delivery of services; support 
and shared information among professionals; improved information integration through the use 
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of modern technologies (e.g. clinical registries and patient records); and self-management or 
patient integrated care towards individual empowerment of their personal health needs. 

Figure 1.4.1 Examples of initiatives towards the CIHSD 


r i 

Delivery system 
design 

Decision supports 

Information systems 

r ^ 

Self-management 

z Revision of 

professional roles 

•s Case/care manager 

Z Multidisciplinary 
teams 

•s Nurse-led clinics 

z Follow-up by home 

visits ■ 

Z Continuous 
evaluation 

k _ Z^i 

v Implementation of 
evidence-based 
guidelines, protocols, 
care plans 

z Standardized 

education/trainings 

v Distribution of 

educational materials 
among professionals 

v Reminder systems 

v Shared clinical 
records 

v Audit and feedback ■ 

of provider 
performance 

v Register of 1 

health/social care 
sen/ice users 

L_ Z^J 

s Patient education 
and training 

z Patient motivational 
counseling 

V Distribution of 

educational materials 

z Use of mHealth and 
eHealth tools 

k_ J 


Source: Adapted from Nolte & McKee 2008, citing Zwar et al. 2006 


The specific ‘integrating initiatives’ employed and their strategic combination are very much 
dependent on the constraints of the existing system and path dependencies, rather than a 
prescriptive framework or model of services delivery (Powell Davies et al. 2008; RAND 2012; 
Nolte and McKee 2008). As such, the CIHSD is not likely to follow a single path and variations 
and changes overtime are to be anticipated (WHO Regional Office for Europe Unpublished). 


1.5 Improving health outcomes through the CIHSD 

The transformation of services towards more coordinated/integrated care is best seen as a means 
to health system strengthening, rather than as an end it itself. The effects of these transformations 
are captured below (Figure 1.5.1), depicting the following cascade of relations: (1) the strategic 
and purposeful use of initiatives towards the CIHSD serve as the entry points to rethinking the 
delivery of services - applied as individual efforts or in combination with one another. These 
processes share in their common aim to ensure services are perceived as connected and coherent 
according to a given individual or service user. (2) The context to which these processes must 
align is defined by the structure of the health system and must span the full continuum of 
services as shown below, while also considering the interface between these and varied settings 
of care - from public health services, primary, secondary and specialist care, to the broader 
setting of community, social and home care services and the cross-cutting role of pharmacies. (3) 
In removing health system bottlenecks and barriers through the processes applied linking across 
core services and settings of care, it may then be possible to secure improvements in the quality, 
continuity and efficiency of health services delivery (intermediate outcomes) and ultimately in 
population health level and equity (final outcomes). 

We note of particular importance and unique to this approach to HSS through the transformation 
of services for more CIHSD is the ability to ensure services are delivered in accordance to an 
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individual’s needs and preferences. Improved continuity of care as an intermediate outcome is 
exclusive to this approach and thus, places the CIHSD as a key priority in order to secure high 
quality, people-centred health systems that are efficient in the delivery of services, according to 
the context (epidemiological, demographic, fiscal, environmental factors etc.) to which they must 
respond. 


Figure 1.5.1 Improving health outcomes through the CIHSD 
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Intermediate 

Outcomes 

Quality 

Continuity 
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Source: Adapted front WHO Regional Office for Europe 2012b 


1.6 What does the evidence say? 

There is now a wide range of evidence on specific interventions or initiatives towards more 
CIHSD. This literature base agrees with growing consensus as to the potential for positive 
outcomes to be secured for the quality and continuity of care. Commonly cited gains include 
improvements concerning hospital utilization, quality of life, functional health, patient 
satisfaction and on process outcomes, such as adherence to guidelines and compliance with 
medication (Ouwens et al. 2005). Further identified advantages include improved access to 
appropriate levels of care (Ovretveit 2011; Banks 2002), as well as better individual experiences 
with care received (Ovretveit 2011). Importantly, the evidence does suggest that the impact of 
coordinated/integrated services may vary according to the pathology under consideration, and 
thus caution should be taken when interpreting and generalizing gains. 

Some examples of these main messages from the literature and specific studies or contexts in 
which gains have been reported are described in Box 1.6.1 to follow. 
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Box 1.6.1 Evidence on the CIHSD - examples from the literature 

• Decreased hospitalizations, length of hospitalization or hospital readmissions. In 

the United Kingdom (UK), a reduction of up to 27% in total number of day beds for 
emergency admissions for chronic illnesses between 2007 - 2009 was observed 
following integrated care pilots for people living with multiple chronic illnesses (Goodwin 
and Smith 2011). 

• Improved patient compliance and patient knowledge about their condition. A 

review of a collaborative model programme for chronic health failure finds patients of 
providers participating in the programme were more knowledgeable, used 
recommended therapies more often and visited the emergency department less than 
those not participating in the model for more CIHSD (Coleman et al. 2009). 

■ Improved patient satisfaction. A review of integration studies (n=85) finds an overall 
increase in service-user or patient satisfaction in 45.2% of cases. The greatest 
improvements were secured in patient health outcomes (55.4% of cases), with least 
improvements in cost-savings (Powell Davies et al. 2008). 

■ Improved access to appropriate health services. An urgent care-tracking dashboard 
in the primary health care setting of the UK NHS observed a decrease in hospital 
admissions by 3% against a regional increase of 9% (Goodwin and Smith 2011). 
Unscheduled hospital admissions additionally fell by 4%. 

■ Gains in cost-efficiency [inconsistent data]. A systematic review found that clinical 
coordination can save money, however, it depends on which approach is used, how well 
it is implemented, and on the features of the environment in which a provider is 
operating, including the financing system (Ovretveit 2011). Ultimately, short-term cost 
increases are to be anticipated, estimated in a study on improving diabetes care 
coordination as an additional $6-$22 per patient in the first year of implementation (via 
expenses related to the redesign of services) (Huang et al. 2008). 


Evidence is also available capturing the gains of more CIHSD from the perspective of the 
individual service user and health care provider. For example, a meta-synthesis of qualitative 
studies on continuity of care suggests some positive outcomes when continuity is perceived in 
the delivery of services (Waibel et al. 2012). When there is consistency in health providers 
(relational continuity), users report that they receive the right information at the right time and in 
a sensitive manner. Furthermore, seeing the same provider is found to improve care plans, 
support the mutual understanding of needs and encourage a sense of responsibility for an 
individual’s health status (Waibel et al. 2012). In addition, a systematic review of the association 
between continuity of care and outcomes strongly suggests that increased provider continuity is 
associated with improved health utilization and user satisfaction outcomes (van Walraven et al. 
2010). Box 1.6.2 captures directly from the patient or provider some of their experiences with 
more CIHSD. 
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Box 1.6.2 Patient & provider perceptions of coordinated/integrated services 

“The main services here are all routine, so we know when doctors are here and we can 
meet anyone we need to. We feel like there are people who really care about us here. ” 

(Service user, integrated HIV and services for injection drug users, Kriviy Rig Narcological Dispensary, Ukraine) 3 

“The visits with the GPs are more regular and by seeing them 
with more regularity, there is more trust. ” 

(Service user, integrated care network for chronic obstructive pulmonary disease, Catalonia) 11 

“My GP knows, without having to look at the computer, 
he knows what illnesses I suffer from and from which I don’t. ” 

(Service user, integrated care network for chronic obstructive pulmonary disease, Catalonia) 3 

“Multidisciplinary teams allow us to have much more control over our patients care, 
with much better and more regular follow-up. ” 

(Provider, Crimean Republican Narcological Dispensary, Simferopol, Ukraine) 3 

“Very often they (primary care providers) call me or send me an e-mail when they have a 
problem. I think that’s agile and communication exists, and above all it’s easy to realize.’’ 

(Pulmonologist, integrated care network for chronic obstructive pulmonary disease, Catalonia) 3 

Sources: 

“Curtis, M. 2010.Building integrated care services for injection drug users in Ukraine. Copenhagen: WHO Regional Office for 
Europe. 

b Waibel, et al. 2013. The performance of integrated healthcare networks: analysis of continuity of care." (In review). 




Roadmap to Developing a Framework for Action Towards CIHSD in the WHO European Region 

page 11 


SECTION TWO: CONTEXT OF CIHSD IN THE REGION 
2.1 Regional trends driving the CIHSD agenda 

Health services need to continuously adapt to emerging changes and central to improving the 
performance of health systems are transformations in how these services are delivered. At 
present, a number of factors are found to drive the needed transformations in services delivery 
across the European Region. These factors are understood importantly to include the following: 
shifting population demographics, as the population in the European Region is living longer than 
ever before with a life expectancy at birth among Member States averaging 76.6 years in 2011, 
while fertility rates continue to fall (averaging 1.64 in 2011) (WHO Regional Office for Europe 
2012c); a rise in non-communicable diseases (NCDs) and related multi- and co-morbidities, with 
NCDs accounting for the largest proportion of mortality and premature death (approximately 87 
percent of all deaths annually) (WHO Regional Office for Europe 2012c); the persisting 
challenge to control the spread of emerging and re-emerging communicable diseases, including 
HIV-infection and tuberculosis as well as those triggered by the changing environment and 
patterns of movement (thinking to international travel and migration) that heighten the 
international threat to health security through the spread of vaccine-preventable, foodborne and 
zoonotic diseases; and finally, the increasing expectations of citizens as education levels 
continue to rise and information becomes more readily available (Kickbusch & Gleicher 2012). 

A misalignment between these challenges of today and existing models of care has subjected 
services to obstacles including the overuse, underuse and misuse of services, uncoordinated 
arrangements in the delivery of care, a bias towards acute treatment and the neglect of 
preventative and social care (WHO Regional Office for Europe Unpublished). Furthermore, a 
number of shortcomings in the structure and function of health services delivery persistently 
undermine progress towards people-centred, coordinated/integrated services. This includes a 
disproportionate focus on specialist, tertiary care, which has become a major source of 
inefficiencies and inequalities in the delivery of health services across the Region (WHO 
Regional Office for Europe 2013c). 

Fragmentation in the delivery of services and insufficient and ineffective coordination and 
communication between different levels and sites of care are enduring challenges in the delivery 
of services (WHO 2008a). Leading causes of fragmentation and poor coordination in the Region 
include: programmes targeting specific diseases, risks and populations without integrating into 
the health system (such as vertical HIV or TB-specific programmes) (Moore 2003); the 
decentralization of health services that fragment the level of care (WHO 2008a); an absence of 
incentives and financial policies conducive to strengthening the coordination of care (WHO 
Regional Office for Europe 2012a); and a lack of evidence-informed pathways for the whole 
continuum of a care episode (WHO Regional Office for Europe 2012a). 

Importantly, in the context of the global financial crisis - felt to varying degrees across the 
Region - the challenges of social protection have been exacerbated. Moreover, in this era of 
continuous advancements in medical technology, there is added strain on already limited 
resources to implement even modest investments to overcome shortcomings in the structure of 
services delivery. 
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As summarized in Table 2.1.1 below, it is in the context of the incongruence between the health 
demands at present and the available resources dictated by existing service delivery structures 
that transformations in health services delivery have been necessitated. 

Table 2.1.1 Main driving forces for health system reforms towards more CIHSD 


Demand-side Supply-side 


Demographic changes 

Increasing burden of non-communicable diseases, 
multi- and co-morbidities 

Persisting challenges to prevent and control 
emerging and re-emerging communicable diseases 

Rising patient expectations 

Changing global climate and threats to international 
health security 


Fragmentation of services and sub-specialisation 

Hospital centrism - diverting from PHC values and 
public health services 

Resource constraints and rising costs 

Advancements in technology 

Growing evidence and awareness of the adverse 
impacts of fragmented care 


2.2 Experience of Member States towards more CIHSD 

Across the Region, reforms in the delivery of care towards more integrated services have widely 
emerged in acknowledgement of sustainability and quality concerns and the need for more 
equitable, comprehensive, integrated and continuous responses on the part of the health system. 
While the specific ‘integrating initiatives’ applied and their strategic combination are found to 
vary by a given context and a system’s related path dependencies, these efforts ultimately share 
in their aim to overcome the challenges of fragmentation in the provision and financing of health 
care services. 

Examples of initiatives have been studied and catalogued by a number of sources (see for 
example, Nolte & McKee 2008; Zwar et al. 2006; Kodner & Spreeuwenberg 2002). We 
highlight a small sample of these below while attempting merely to acknowledge the diversity in 
approaches for each intervention according to their unique aims. 


Table 2.2.1 Experiences of Member States towards more CIHSD 


COUNTRY 

AIMS 

DESCRIPTION 

OUTCOMES 

Estonia 1 

To fully integrate 
communication through a 
national electronic health 
record system, linking 
across levels and 
sites of care 

National electronic health record 
hosting over 3,000 e-services and 
companion health insurance system 
for claims, reimbursement and 
prescriptions 

Implementation costs equivalent to 
approx. $10 USD per citizen 

■ Efficiency gains via the direct 
communication between 
institutions and providers 

■ Engagement of individual 
receiving care via personal health 
record, virtual medical center and 
mobile patient applications 

Germany" 

To implement integrated ■ 

care pathways for selected 
treatments towards 
improved rehabilitation of 
patients for the return to 
work sooner 

Integrated contracting model for 
coordination between case 
managers, doctors, psychiatrists & 
physiotherapists 

Selected procedures (e.g. pain 
therapy); targeted population 

■ Patients treated through 
integrated networks found to 
return to work 72 days earlier than 
those treated through 
conventional care pathways 








Roadmap to Developing a Framework for Action Towards CIHSD in the WHO European Region 

page 13 


COUNTRY 

AIMS 

DESCRIPTION 

OUTCOMES 

Hungary 1 " 

To coordinate the delivery of 
services and collaboration of m 
providers in primary care 

Capitated budget for participating 
group practices to cover all primary 
care services of a given population 
Incentives for prevention services 
and retained savings of practices for 
reinvestment 

■ Improved collaboration among 
providers 

■ Decrease in inappropriate 
services 

■ Increased attention to preventive 
services 

lsrael iv 

To provide an integrated 
network of hospitals, primary m 
and specialized clinics and 
pharmacies towards high 
quality, people-centred care 

Services adapted to unique 
population sub-groups 

Prioritize innovative care models 
targeting continuity of data, care 
transition, & strengthening hospital- 
community care linkages 

■ Improvements in preventing 
hospital readmission 

■ Strong continuity of care via 
attention to patient preferences 
and home and community support 
systems in place 

■ Marked and sustained reduction in 
health and healthcare disparities 

Ukraine v 

To develop integrated 
sen/ices for people with a 
history of injection drug use 
as part of the country’s 
ongoing response to the HIV 
epidemic 

Integrated harm reduction and HIV 
treatment programmes 

Innovations including pharmacy- 
based needle exchanges, overdose 
prevention services, new 
programmes targeting stimulant 
users, and improved case 
management services 

■ Improved HIV treatment outcomes 
while also reducing illicit drug use 
through improved adherence to 
treatment and retention in care 

■ Improved user satisfaction 


Notes: i. For further information, see for example: Estonian eHealth Foundation (2013). Health information system. Retrieved from 
http://www.e-tervis.ee/index.php/en/health-information-systems. 

ii. Initiative of Techniker Krankenkasse - Statutory health Insurer. See for example: Wagner, C. (2012). Lessons from German: 
Implementing integrated care as a statutory health insurer. London: The Kings Fund. 

iii. For further information, see for example: Evetovits (2011). Exploring new ways to pay health providers and improve performance. 
Barcelona: WHO Barcelona Office for Health System Strengthening. 

iv. Balicer, R. (2013). Clalit health semces.(powerpoint) for the WHO Regional Office for Europe. 

v. For further information, see for example: Curtis, M. (2010). Building integrated care services for injection drug users in Ukraine. 
Copenhagen: WHO Regional Office for Europe. 


2.3 Challenges in reforming the delivery of health services 

Marked gains of more CIHSD from across the Region have motivated continued efforts to 
initiate, implement and/or scale-up initiatives to transform services delivery. Moving this agenda 
forward at scale and pace, however, faces a number of challenges, summarized as follows: 

1. Lacking capacity to scale-up location and/or disease specific initiatives. Initiatives 
towards the coordination/integration of health services delivery are commonly driven by the 
local efforts of specific facilities or health care providers. While responding to the unique 
needs of a given sub-group of the population or a geographic area, these changes are often 
incremental, lacking the needed leadership and managerial capacity to bring efforts to scale. 

To support those in leadership roles tasked with the management of these processes, an 
arsenal of policy tools and instruments are needed. This is of particular pertinence in the 
context of contemporary health systems, as the boundaries of the system have become 
increasingly blurred and the relationships and lines of accountability between actors - largely 
ambiguous. 

2. Persisting health system bottlenecks. Incremental changes ultimately do not address 
persisting health system bottlenecks contributing to fragmentation and lack of coordination in 
the delivery of services. Moreover, it is recognized that continued incremental changes will 
not necessarily create the linkages needed for efforts to be fully embedded within the system 
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(Powell Davies et al. 2008). In failing to apply a systems-orientation, efforts are then at risk 
of perpetuating fragmentation by existing in silos of integrated practices themselves. 

For sustained gains in the integration of services to be realized, fundamental reforms acting 
across health system functions are needed. This requires for example, the systems-thinking to 
implement information technology that enables the coordination of communication across 
levels and sites of care, contracting models conducive to collaboration among providers, 
and/or payment incentives that are complementary in motivating integrated efforts. Further 
efforts are needed to communicate this systems-thinking with key partners and to translate 
this approach into practical policy options. 

3. Advocating the coordination/integration of services in times of financial hardship. In the 

context of the current financial crisis austerity measures are high and efficiency in the 
delivery of services is a priority for reform efforts. Inconsistent data on efficiency gains for 
the CIFISD, in addition to possible short-term investment costs, pose a significant challenge 
to advocating the interventions needed for the integration of services. Ultimately, advocacy 
efforts must give priority to communicating the long-term gains in quality and continuity of 
care and the precedence this must take in order to achieve people-centred health systems. 


2.4 Work to-date at the Regional Office supporting health services 
delivery 

Within the Division of Health Systems and Public Health, a number of products and activities for 
thinking to modern health care delivery systems and the integration of care have been developed 
or are in progress. These efforts are catalogued below in table 2.4.1. These include, for example, 
earlier thinking to the hospital sector (e.g. Rechel et al 2009) and country-specific efforts for 
health system strengthening, such as the work of Edwards (2011) “Improving the hospital system 
in the Republic of Moldova”. Thinking to the primary care setting, there remains the continued 
implementation of the primary care evaluation tool (PCET) as well as a horizontal analysis of 
countries where this tool has been applied. At present, a series of efforts are underway to 
contribute to early discussions on the coordination/integration of services in the region. This 
includes for example, work to finalize a background paper on integrated health care delivery as 
well as the implementation of country case studies towards the synthesis of tools supporting the 
development of a guide for change management to further country-specific implementation of 
coordination/integration in the delivery of services. 

While this work has undoubtedly contributed to the discussions on integrated care in the Region, 
in the absence of an overarching, common framework or approach to streamline products, the 
potential to adequately respond to the challenges in furthering efforts towards the CIHSD 
remains limited. Moreover, a clear narrative of the experiences of Member States has yet to be 
realized despite the importance of this in communicating lessons learned from across the Region. 

Recognizing the context of the Region driving the integrated care agenda and the momentum 
among Member States to implement initiatives, a concerted effort to overcome existing 
challenges, generate and exchange information on experiences and provide implementation 
support and technical capacity is of great pertinence. This need is echoed by the call of Member 
States for evidence-based policy options as ‘how-to’ instruments for the coordination/integration 
of services. Responding to this context and call of Member States, the Regional Office must then 
build on existing efforts and prioritize work to support the coordination/integration of services in 
the Region. 
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SECTION THREE: A FRAMEWORK FOR ACTION TOWARDS CIHSD 
3.1 Aim and key objectives 


The Framework for Action towards CIHSD is envisioned as a resource to support the CIHSD 
towards more people-centred health systems such that improvements in health level and equity 
may be fully realized. To do so, the Framework for Action towards CIHSD intends to 
consolidate and align the literature on the CIHSD towards a common analytical understanding of 
the concept further informed by the first-hand experiences of Member States to-date. 

Importantly, the approach taken will be grounded from a systems-orientation such that efforts are 
oriented to address persisting health system barriers to the coordination/integration of health 
services delivery. 

Hearing the calls of Member States for evidence-based policy options, priority has been given to 
ensuring the final output of this long-term work plan includes translating the knowledge and 
experiences generated into common denominator policy options. These contextualized tools are 
envisioned to take shape in a change management guide intended as a resource to support 
Member States in their efforts to initiate, implement and scale-up the coordination/integration of 
services. As a mediator for the exchange of information, the Regional Office aims to continue to 
support the objective of knowledge and experience sharing throughout the development and into 
the implementation of the Framework for Action towards CIHSD. 




Box 3.1.1 Aim and key objectives of the Framework for Action towards CIHSD 

Aim: To support the coordination/integration of health services delivery towards more people- 
centred health systems such that improvements in health level and equity may be fully realized. 

Key objectives: 

1. To consolidate and align literature on the CIHSD towards a common analytical 
understanding of the concept. 

2. To provide a common approach for the accelerated exchange of experiences across the 
Region towards more CIHSD. 

3. To decipher common denominator policy tools and instruments to initiate, implement and/or 
scale-up efforts towards the CIHSD. 

4. To support Member States in building technical capacity and needed leadership and 
managerial skills for sustained coordination/integration across health systems. 

5. To meaningfully engage a diverse number of partners in discussions and consultations 
throughout the processes defined. 




The process itself for developing the Framework for Action towards CIHSD is envisioned as a 
vehicle for generating the technical capacity, leadership and managerial skills needed in-country 
for CIHSD priorities to be realized. At the policy level, for example, this includes tools and skills 
for participatory, multi-disciplinary priority setting demanded for the coordination/integration of 
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care that crosses the continuum of sectors, levels and sites of services delivery. To this end, 
continuous consultations and opportunities to engage with national and sub-national actors have 
been defined in the processes towards its development. 


3.2 Platform for work in developing a Framework for Action towards 
CIHSD 

Three core areas of activity form the technical dimensions of the Framework for Action towards 
CIHSD: (1) knowledge synthesis - a review of literature towards a compelling narrative for the 
CIHSD, giving structure for further study by developing an analytical framework for systems- 
thinking towards the CIHSD; (2) field evidence - a series of country case studies, capturing 
experiences across the Region to initiate, implement and scale-up initiatives to strengthen the 
CIHSD; and (3) policy options - informed by the first two areas of activity, taking shape as 
common tools for change management in a resource guide for the implementation of 
transformations in the delivery of services (Figure 3.2.1). 


Figure 3.2.1 Platform for work in developing a Framework for Action towards CIHSD 



1. Knowledge synthesis towards a common analytical approach to thinking of CIHSD. The 

process of knowledge synthesis intends to pull together existing literature related to the 
CIHSD into a common narrative for the main aspects of study in this area. Work along this 
area of activity will allow a clear overview of the CIHSD, addressing conceptual issues of 
relevance while importantly, orienting CIHSD thinking from a systems approach. Ultimately, 
the process of knowledge synthesis aims to understand what the current challenges are, 
where gaps in knowledge lie and how contributions towards further understanding can be 
made. The final output of work along this line of activity will take the shape of a concept 
note defining a common analytical approach to the CIHSD that will inform across the 
components of the Framework for Action towards CIHSD. 
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2. Field evidence of country experiences from across the Region. Country case studies form 
the second area of work, allowing insight into the CIHSD through the first-hand experiences 
of Member States. Work within this second pillar aims to leverage the experiences of each 
country in their efforts plan, implement and scale-up initiatives to deliver more 
coordinated/integrated care. Recognizing the diversity in initiatives and efforts towards more 
CIHSD, the approach to identifying case studies itself will take that of an open call for a 
summary of practices from across the Region. Welcoming submissions of practices from the 
public and private sector and at various levels and sites of care, this effort aims to generate a 
strong understanding of the work that has been done across Member States to date. 

From these descriptive profiles of CIHSD initiatives across the Region, a sub-set of 
experiences will be selected for further in-depth review. Identifying these specific cases for 
further study will consider a number of factors including representation from across the 
Region and the different components of the CIHSD framework defined. These in-depth case 
studies intends ultimately to capture information on more explanatory variables - ‘how’, 
‘what’ and ‘why’ dimensions to reforms in the delivery of services, asking for example, 

“what was the priority area to which the CIHSD was intended to respond?” or “how did a 
country go about implementing efforts towards more CIHSD?” The expanded list of 
practices is envisioned to take shape as an electronic compendium and both these and the 
fully developed case studies will inform the consolidated policy options to be consolidated in 
the guide for change management according to the third pillar of work. 

3. Policy options as lessons learnt for needed leadership and change management. To 

support the transfer of knowledge and experiences synthesized in the first two areas of work, 
attention will be given to deciphering a priority list of evidence-based actions or policy 
options (tools) towards the CIHSD. Taking the experiences of the countries, the findings can 
be shared beyond an understanding of what can be done to sharing also how countries were 
able to move from an initial point or context to their specific system goals. Work along this 
area includes efforts to generate policy dialogue and support countries in developing the 
technical capacity and leadership skills needed for sustained change. Included here are also 
tools for monitoring and evaluation, to ensure the necessary information is generated (e.g. 
measures to capture the perspective of the public to inform an understanding of the 
continuity of care) and further, the appropriate interpretation and application of this 
information for continued improvements. 


3.3 Expected final outputs and outcomes 

The final Framework for Action towards CIHSD defined by the components described above is 
to be presented to Member States for their endorsement and agreement to prioritize the CIHSD at 
the 66 th meeting of the Regional Committee for Europe in 2016. The Framework presented at 
that time will reflect the culmination of knowledge and experiences from across the Region as 
well as the various consultations and review processes to generate buy-in while further building 
capacity among Member States. 

For Member States, the added value of this work plan and the envisioned Framework for Action 
towards CIHSD can be summarized as the following (Figure 3.3.1): 


Figure 3.3.1 Added value of Framework for Action towards CIHSD for Member States 
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■ Consolidated evidence-based tools/instruments for CIHSD. The technical knowledge and 
experiences generated through this work plan will equip Member States with an arsenal of 
policy options that are informed by the experiences of countries and that can be applied 
according to their respective priorities and needs. 

■ Technical capacity in-country. The participatory processes and periods of consultation 
defined will ensure Member States have the capacity in-country to advocate for the CIHSD 
in their health systems and ensure the implementation and scale-up of 
coordination/integration priorities are realized. 

■ Leadership and managerial skills for change management. The change management tools 
developed in the envisioned guide as the third component of this work plan will ensure the 
technical agenda of CIHSD is supported by needed leadership and managerial skills for long¬ 
term planning, change management, and the continuous monitoring and evaluation for 
feedback to further inform transformations in services delivery. 

■ A network of partners for the continued exchange of knowledge and experiences. 

Coordinating across Member States and with sub-national and international partners, the 
processes towards the Framework for Action towards CIHSD will allow strategic 
partnerships across and within countries for continuous dialogue and exchange of 
experiences. 
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SECTION FOUR: PHASES OF ROADMAP 
4.1 Overview: Six phases of Roadmap 

Six phases for the development of the Framework for Action towards CIHSD are defined 
extending from present to the WHO Regional Office for Europe’s 66 th Regional Committee 
Meeting in September 2016. Key processes and the intermediate outputs aligned with each phase 
are developed to follow. Particular attention has been given to note opportunities for formal 
consultation with Member States and internal and external teams in order to ensure a 
participatory approach across each of the phases defined in Figure 4.1.1 below. 


Figure 4.1.1 Phases and outputs of the Roadmap for the development of 
the Framework for Action towards CIHSD 
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Ultimately, the Roadmap for the development of the Framework for Action towards CIHSD has 
been defined according to the following key objectives: 

1. To provide an overview of the core phases and respective processes from present to 
RC66 in 2016 in developing the Framework for Action towards CIHSD; 

2. To facilitate/create opportunities for pragmatic collaborations - both in-house and 
external - and consultations with Member States across the processes defined; 

To maximize ongoing and future technical work on CIHSD at the Regional Office. 
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4.2 Phases of the Roadmap 


PHASE ONE: PREPARATION 


Duration: January 2013 - June 2013 

Key processes: 

1.1 Drafting of Roadmap document for the development of the Framework for Action towards CIHSD 

1.2 Generating buy-in of key partners (in-house and external) 

Output: Roadmap for the development of the Framework for Action towards CIHSD endorsed by the Regional 
Director 


1.1 Drafting of Roadmap document for the development of the Framework 
for Action towards CIHSD 

The document at hand will serve as a planning tool to map key phases and processes in the 
development of the Framework for Action towards CIHSD. The document intends to generate 
discussion and elicit feedback from key partners while also serving as a platform internally to 
align current and on-going work. The Roadmap is envisioned as a living-document to be revised 
and expanded through various iterations, reflecting the feedback received during this initial 
preparatory phase. 

1.2 Generating buy-in of key partners (in-house and external) 

Throughout the preparatory phase, opportunities to engage with key partners will be pursued in an 
attempt to generate buy-in both in-house and with external contacts. To this end, a series of presentations 
and discussions have been convened as settings for sharing the envisioned Framework for Action towards 
CIHSD, while additionally flagging opportunities for collaborations. These presentations and 
consultations to date are summarized in table 4.2.1. This process has included discussions within the HSD 
Programme, across Programmes of the Division of Health Systems and Public Health and with Directors 
and staff from each of the Divisions in-house. External engagement has included participation and 
presentations at the International Conference on Integrated Care in Berlin (April 2013) and the World 
Hospital Congress in Oslo (June 2013). All feedback received through these presentations has been 
consolidated and consideration has been given to address or acknowledge how best to ensure each point is 
responded to. 


PHASE TWO: KICK-OFF 


Duration: July 2013 - August 2013 
Key processes: 

2.1 Contracting of Coordinator and consultants 

2.2 Formalizing the Expert Advisory Team 

2.3 Formalizing the Internal Review Team 

2.4 Appointment of Member State focal points 

2.5 Formalizing communication strategy (in-house/external) 

Output: Formalized partnerships and organizational arrangements 
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2.1 Contracting of Coordinator and consultants 

A consultant will be contracted to oversee both technical and logistical tasks for developing the 
Framework for Action towards CIHSD. The Coordinator of this work plan will be based within 
the HSD Programme under the supervision of the Programme Manager (see Figure 5.1.1). 
External consultancies are additionally anticipated for the development and coordination of 
country case studies as well as in support for carrying out the case studies themselves. 

Immediate lines of activity for the Coordinator of the Framework for Action towards CIHSD 
include the following: 

• Technical preparation of the concept note and coordination to align in parallel the development of 
the country case study methodology; 

• Logistical and technical preparations for reviews of the Internal Review Team and Expert 
Advisory Team; 

• Logistical and technical preparations for consultations with Member State focal points; 

• Finalization of validated concept note and case study methodology. 

2.2 Formalizing the Expert Advisory Team 

An Expert Advisory Team will be assembled, with priority given to include experts with varied 
technical expertise in the following areas: integrated care; health services delivery; public health; 
primary health care; health systems; change management; and hospitals. Effort will additionally 
be made to ensure representation of expertise from across the Region. Efforts to formalize will 
include the written agreement of focal points following an invitation to be engaged as partners in 
this process. 

The Expert Advisory Team is envisioned to provide input on key technical aspects in the 
development of the Framework for Action towards CIHSD. This includes thematic aspects and 
defining the scope of an analytical framework as well as the alignment of the framework with the 
methodology for country case studies. The Coordinator of this work plan will serve as the focal 
point for the Expert Advisory Team, being responsible for planning and managing opportunities 
for timely, pragmatic discussions throughout the phases defined (see section 5 for partnerships 
further described). 

2.3 Formalizing the Internal Review Team 

An Internal Review Team will be established across Divisions of the Regional Office. This multi¬ 
disciplinary team is intended to peer-review products of the Framework for Action towards CIHSD across 
phases to ensure all are of high-quality and in line with overarching priorities of the Office, specifically 
those of Health 2020. Additionally, the Internal Review Team is intended to ensure opportunities for 
collaborations across Divisions are identified and that in-house technical expertise and experiences are 
maximized (see section 5 for partnerships further described). 

The Coordinator will serve as the focal point for the Internal Review Team. The specific membership of 
the team intends to capture a number of technical areas across Divisions in-house. 

2.4 Appointment of Member State focal points 

All Member States will be requested to nominate a country focal point to represent their views 
and to provide input and regular feedback on all aspects of the Framework for Action towards 
CIHSD. This network will be managed by the Coordinator, with opportunities to comment on all 
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technical products throughout the phases defined. The focal points will additionally be requested 
to support the process of identifying country experiences to be considered for case studies as 
well as country counterparts to be contracted in the process of carrying out this work (see section 
5 for partnerships further described). First contact in appointing focal points will be made with 
the existing network of WFIO Representatives (WRs) to assist in identifying an appropriate 
representative with expertise on the CIHSD in the country. 

2.5 Formalizing a communication strategy 

A means for internal communication to share updates, exchange resources and maintain 
transparency throughout each phase will be explored (e.g. strategic use of the Intranet or a 
similar electronic share point, lunch box seminars inviting staff from across Programmes and 
Divisions, occasional email updates, etc). Approaches for communicating with a wider audience 
(e.g. international organizations, national actors, public) will be defined in order to best position 
this work across the Region. To this end, support of in-house communication experts will be 
solicited. 


PHASE THREE: TECHNICAL DEVELOPMENT 


Duration: August 2013 - June 2014 

3A: Analytical development 

3.1 Preparation of concept note 

3.2 Developing case study methodology 

3.3 Review by external and internal teams 

3.4 Consultation with Member State focal points 

Output: Analytical framework and annotated outline of the Framework for Action towards CIHSD; Methodology for 
country case studies 

3B: Developing the evidence-base 

3.5 Conducting case studies 

3.6 Identifying tools for change management 

3.7 Review by external and internal teams 

3.8 Consultation with Member State focal points 

Output: Field evidence; Draft resource of tools for change management 


3A. Analytical Development 

3.1 Preparation of concept note 

A concept note will be developed to provide an analytical framework for the Framework for 
Action towards CIHSD. The process for developing the framework will draw on a review of 
existing literature and earlier work in Division of Health Systems and Public Health on 
coordinated/integrated care. The analytical framework defined through this process will then 
serve as the overarching approach to which subsequent technical work will be aligned (e.g. 
country case study methodology). The Coordinator will oversee the drafting of the concept note. 
Technical comments raised during the initial preparatory phase will be addressed at this time. 

3.2 Developing case study methodology 

A standard case study methodology will be developed in parallel with the preparation of the 
concept note to ensure the alignment in the key components defined (3.1). In an attempt to 
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capture the diversity in experiences and approaches towards the CIHSD, an open call for 
submission of practices will take place, inviting organizations of the private and public sector, 
providers or patients themselves to recommend a practice to be shared. A common approach will 
be defined to generate a descriptive synopsis of each and ensure consistent inclusion criteria for 
the practices captured (e.g. must be beyond the piloting phase; efforts must have data monitoring 
implementation and outcomes). From the initiatives captured, a sub-set will be selected for 
further in-depth review. 

The case study methodology will be developed by an external consultant, contracted to support 
both the technical development of the case studies as well as to manage the related network of 
countries and staff for implementation (field-work, drafting of studies, etc.). Technical comments 
raised during the initial preparatory phase will be addressed at this time. 

3.3 Review by external and internal teams 

Following the preparation of the concept note and related case study methodology, opportunities 
for feedback and discussion with the Expert Advisory Team and Internal Review Team will be 
convened. The Coordinator will manage the appropriate timing and setting for this. These 
reviews will be followed by a period of further revision in which the feedback received will be 
taken into consideration and reflected in later drafts. 

3.4 Consultation with Member State focal points 

A similar review process will involve consultation with the forum of Member State focal points 
on both the concept note and related case study methodology. The Coordinator will oversee this 
consultation process and a similar period of revision will follow to ensure modifications in line 
with the feedback received. 

3B. Developing the Evidence-Base 

3.5 Conducting case studies 

Applying the case study methodology, a series of country studies will be carried out across the 
Region. The specific number of studies, countries, and experiences for consideration will be 
dictated by the analytical framework and methodology itself. A series of consultants in-country 
will be contracted to support the process of data collection. An external consultant will manage 
the network and implementation of the country case studies and the necessary preparations for 
this process (e.g. workshops to train consultants for consistent application of the methodology 
developed). 

3.6 Identifying tools for change management 

In parallel and with inputs from country experiences, a synthesis of tools for change management 
will be drafted to accelerate the implementation of the Framework for Action towards CIHSD in 
Member States. Aligning with the analytical framework, the tools intend to share lessons learnt 
from country experiences on the leadership and management skills needed to enable needed 
changes towards more coordinated/integrated care as well as related actions for the sustainability 
of efforts. These tools, as policy options for change management may also include approaches 
taken to the monitoring and evaluation of efforts in order to ensure that information is generated 
effectively and applied in-turn to inform continuous improvement efforts in the delivery of 
services. 
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3.7 Review by external and internal teams 

The evidence generated through the fieldwork described will be followed by a similar review 
process to that of the more conceptual products of 3.1 and 3.2. Both the external and internal 
teams will be convened for discussion and feedback on the findings from the country case 
studies and synthesis of tools for change management. This process of review will additionally 
allow an early opportunity for the interpretation of country findings. 

3.8 Consultation with Member State focal points 

A process for consultation with Member State focal points will be convened in order to share 
country findings and synthesize tools for change management. Findings will also be validated in 
the countries of study to ensure accurate interpretation of the experiences captured. 


PHASE FOUR: CONSOLIDATION OF EVIDENCE 


Duration: July 2014 - December 2014 

Key processes: 

4.1 Alignment of concepts, findings and other background documents 

4.2 Synthesis of evidence-based policy options 

Output: Draft Framework for Action towards CIHSD: (1) Concept note; (2) Field evidence; (3) Tools for change 
management 


4.1 Alignment of concepts, findings and other background documents 

Products developed in earlier phases as well as existing and ongoing work in the Division on 
Health Systems and Public Health will be consolidated to align with the three main chapters 
(components) of the Framework for Action towards CIHSD: (1) a concept note on CIHSD; (2) 
field evidence of country experiences; and (3) a resource guide for leadership and change 
management towards more CIHSD. The reflection process to align this work will be guided by 
the Coordinator and within the overarching scope and vision of the analytical framework. 

4.2 Synthesis of evidence-based policy options 

Once aligned, further reflection will be given to the consolidated products to interpret 
contextualized and evidence-based policy options in order to support Member States in 
strengthening the coordination/integration of health services delivery in their respective systems. 
These policy options will inform the tools for change management, adding further from the 
evidence generated based on the experiences of Member States in implementing initiatives 
towards more coordinated/integrated services. Priority will be given to ensuring the policy 
options are relevant to a number of different contexts across the Region and supported by 
contextualized experiences for easy interpretation (e.g. country vignettes). 
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PHASE FIVE: REVIEW AND CONSULTATION 


Duration: January 2015 - December 2015 

Key processes: 

5.1 National and sub-national reviews and consultations on draft Framework for Action towards CIHSD 

5.2 Advocacy and technical development 

5.3 Revisions and finalized Framework for Action towards CIHSD 

Output: Validated Framework for Action towards CIHSD through national and sub-national consultations 


5.1 National and sub-national reviews and consultations on draft Framework 
for Action towards CIHSD 

Beginning in 2015, the draft Framework for Action towards CIHSD will undergo a series of 
national and sub-national reviews and consultations with Member States. The consultations will 
extend beyond that of the forum of Member State focal points to include representation of a 
diverse number of stakeholders in-country (e.g. private sector, providers, patient and patient 
forums, researchers etc). 

5.2 Advocacy and technical development 

During this phase, priority will be given to developing the technical capacity in-country to 
initiate, scale-up or strengthen the sustainability of initiatives towards the 
coordination/integration of health services delivery. Policy-makers, researchers, providers, 
patients and other key stakeholders in the implementation of the Framework for Action towards 
CIHSD will be engaged in this process to mobilize the commitment needed for this agenda. 
Efforts for advocacy and technical development may take a number of forms, such as national 
workshops, round-table discussions for policy dialogue, or international conferences or technical 
courses. By engaging a number of stakeholders, this process aims to support a cross-cutting, 
participatory approach to be reflected in national efforts to follow. Ultimately, these processes 
intend to ensure the necessary leadership is in place within countries to advocate for this work 
and oversee the unique managerial and technical aspects demanded of more CIHSD. 

5.3 Revisions and finalized Framework for Action towards CIHSD 

Feedback and comments received during this period of consultation with national and sub¬ 
national stakeholders will be taken into consideration during a period of final revisions on the 
Framework for Action towards CIHSD. Through the advocacy and technical development efforts 
of this phase, it will be possible to further tailor the policy options and tools for change 
management to ensure their relevance and applicability to Member States. 
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PHASE SIX: PREPARATION FOR FINAL APPROVAL 


Duration: January 2016 - September 2016 

Key processes: 

6.1 Formal procedures in preparation for RC66 presentation of the Framework for Action and approval 
Output: Final preparation and presentation of the Framework for Action towards CIHSD at RC66 


6.1 Formal procedures in preparation for RC66 presentation of the 
Framework for Action towards CIHSD and approval 

The formal procedures in preparation of RC66 in September 2016 will be carried out beginning 
in January 2016. These processes include the standard review processes for products presented to 
the Regional Committee, finalization of materials, translations and printing. The finalized 
Framework for Action towards CIHSD will be presented to Member States for their formal 
endorsement and commitment to implement the efforts outlined in the identified tools for change 
management towards more CIHSD. 
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SECTION FIVE: PARTNERSHIPS 


5.1 Organization of partnerships in Roadmap processes 

The Framework for Action towards CIHSD will be the result of a participative and collective 
effort. In defining the phases and processes for its development, attention has been given to flag 
opportunities for strategic partnerships and the engagement of a number of stakeholders from 
across the Region. This includes partnerships with each technical Division in-house as well as 
with Member States, external experts, national/sub-national actors, international organizations 
and the public. 


The specific actors envisioned for the processes of review and consultations are defined to 
follow, with further details developed in the respective annexes noted for each. We note here 
specifically the Secretariat of this work plan to include the Roadmap Coordinator, staff and 
consultants of the Health Services Delivery Programme within the Division of Health Systems 
and Public Health (DSP). 


Figure 5.1.1 Organization of partners in processes towards a Framework for Action 


Consultations 


Forum of Member States 


National/sub-national actors 
(including provider networks) 


Public and patient networks 


International organizations 
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Commissioned technical inputs 


Country case studies 
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Technical Reviews 


Internal Review Team 


Expert Advisory Team 


5.2 Technical reviews 
5.2.1 Internal review team 

An internal review team is envisioned as a key partner throughout the phases of the Roadmap, 
with its composition to include representation from Divisions and Programmes across the 
Regional Office. The team is intended to enable the clear and transparent communication of this 
work in-house. The multi-disciplinary membership of the team itself will ensure collaborations 
in relevant cross-cutting areas on CIHSD can be identified and mobilized accordingly. The team 
will also serve as an initial peer-review for all technical work related to the Framework for 
Action, in an effort to ensure outputs are all of high quality and in agreement with the vision and 
mission of the Regional Office. See Annex 3 for further details. 
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Box 5.2.1 Functions of the Internal Review Team 

• To participate in analytical and strategic brainstorming throughout the Roadmap processes; 

• To communicate this work with respective Divisions and Programmes of work in order to ensure 
clear lines of communication and transparency; 

• To comment on draft technical and strategic documents to ensure alignment within the overarching 
vision of Health 2020 and other lines of activity of WHO and the Regional Office; 

• To mobilize links across Divisions and Programmes in-house on thematic areas of relevance; 

• To facilitate access to relevant networks, knowledge and resources and coordinate between parties 
as needed; 

• To advocate the components of the Framework for Action towards CIHSD among partners and 
during country and inter-country work. 


5.2.2 Expert Advisory Team 

An Expert Advisory Team will be established with its membership to reflect representation from 
across the Region and from varied areas of technical expertise. This includes experts on 
integrated care, health services delivery, public health, primary care, secondary care, health 
systems and change management. The primary function of the Expert Advisory Team will be to 
provide technical feedback throughout the development of the Framework for Action. The team 
will also allow a means for further review of the country case study findings as well as the 
interpretation and analysis of this and other related technical products. See Annex 4 for further 
details. 


Box 5.2.2 Functions of the Expert Advisory Team 

• To provide technical expertise according to a given area of specialty through participation in 
discussions and meetings of the Expert Advisory Team; 

• To comment on all outputs in the development of the Framework for Action towards CIHSD; 

• To facilitate access to relevant networks, knowledge and resources and coordinate between parties 
as needed; 

• To validate the quality and conceptual agreement of technical outputs; 

• To advocate the components of the Framework for Action towards CIHSD among partners in area of 
work, ensuring wider dissemination and uptake findings and identified tools for change management. 


5.3 Consultations 

5.3.1 Member State focal points 

A forum of Member State focal points will be established as a formal network for consultation 
with countries throughout the development of the Framework for Action towards CIHSD. The 
network is intended to include representation from each of the 53 Member States, with its 
membership being built through a nomination from each Ministry of Health for a country- 
specific expert on the delivery of services. The forum of focal points is envisioned as a means to 
ensure the interests, experiences and needs of Member States are represented and communicated 
accordingly. The country-specific expertise of the focal points will also be called on in processes 
related to identifying and developing country case studies as well as in efforts for further 
consultation and engagement with national and sub-national actors. See Annex 5 for further 
details. 
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Box 5.3.1 Function of the forum of Member State Focal Points 

• To represent the interests, experiences and needs of Member States throughout the processes 
defined in the development of the Framework for Action towards CIHSD; 

• To provide technical input and country expertise to all drafted technical and strategic documents 
of the Framework for Action towards CIHSD; 

• To flag opportunities for country case studies at the national and sub-national level; 

• To facilitate access to relevant networks, knowledge and resources in-country and coordinate 
between parties as needed; 

• To recommend key stakeholders for in-country consultations and capacity building efforts. 


5.3.2 Other partners 

National and sub-national actors. A series of national and sub-national consultations are 
envisioned as key opportunities to engage a broad number of actors, including importantly, 
health care providers from varied settings of care (e.g. public health services, primary care, 
secondary care, etc.). This is also to include those in health care leadership and management 
roles nationally, regionally and locally. Other sectors for consultation may include private 
organizations, academia and not-for-profits. Formal engagement with these actors is the priority 
of phase 5, intending to generate discussions as well as the technical capacity and advocacy 
needed in-country for mobilizing the CIFISD of priority areas. 

Public and patient networks. The public’s engagement in consultations is a priority to inform 
the CIFISD from their perspective as citizens and users of the health system. The consultation 
processes of phase 5 and through earlier engagement with Member States are intended to ensure 
the public can participate in contextualized, meaningful discussions on their preferences and 
experiences with the delivery of care. 

International partners. International partners in the development of this work will include 
importantly, the International Foundation for Integrated Care - a network of organizations and 
professionals for the exchange of knowledge and experiences on integrated care, as well as the 
European Commission and the European Observatory on Health Systems and Policies. The 
engagement and opportunity to consult with a diverse number of international partners will be 
further explored during the kick-off phase of this work. 
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